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Abstract 
Expanding Connections: Exploring Social Support within a Family Quality of Life 
Framework  
Aims:  Family Quality of Life (FQOL) examines the lives of families with a member 
with an intellectual and/or developmental disability. Findings in the field suggest families are 
isolated and lack social support.  There appears to be a need for the concept of social support 
to be expanded in order to explore this trend. This study examines the meaning of social 
support, the place of support from other people in the emerging theoretical framework of 
FQOL, and the barriers and facilitators to building and maintaining social support and social 
connection for families.  
Method: A multiple case study methodology was carried out with six families with a 
child with an intellectual and/or developmental disability. Measures included semi-structured 
interviews, the FQOL Survey 2006, and social network maps. 
Results: Social support as conceptualised within the current FQOL theoretical 
framework is suggested to be but one element of the concept of connection emerging from 
the data. Connection is suggested to include: practical and emotional support, access to 
information and resources, reciprocal connections, and pathways to actions. Connection is 
not a static concept but is presented as an expanding process away from isolation and towards 
authentic reciprocal relationships. The Expanding Connection Model is suggested as a way of 
assisting families in building authentic, reciprocal relationships in an inclusive, supportive 
environment.  
Conclusions: Revisions to the concept of support from other people within FQOL are 
suggested. Recommendations based on the Expanding Connection model are made including 
investing in structured opportunities for connection, investments in community, and 
development of family-centred policy to support connection.  
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Preface 
The central research question of this thesis is: What are the barriers and facilitators 
to social support for families with a member with an intellectual/developmental disability?   
My path towards asking this question grew from my early undergraduate experiences 
conducting research with families on the experience of industrial closures. This interest in the 
lives of families and how they may be impacted by the social world and community context 
led to joining a research team dedicated to testing the newly revised Family Quality of Life 
Survey 2006 (FQOLS-2006). This survey tool measured areas of strength and areas of 
challenge for families with a member with an intellectual and/or developmental disability. 
The purpose of the survey was to inform policy and practice for those attempting to assist 
these families in living lives of quality.  
The FQOLS-2006 began to be used on an international scale over the next few years. 
Results from around the world indicated that several main areas were emerging as common 
themes: families were experiencing difficulties in participating in leisure and careers, family 
relationships and health were important to families, and support from services and support 
from other people were less than satisfactory.  Although social support or support from other 
people was identified as an issue and raised as an item for further exploration, the focus of 
the larger group of researchers examining the Family Quality of Life Survey tended to be, at 
least in these initial stages, upon practical service delivery and psychometric properties of the 
survey rather than exploring the meaning of the low levels of social support families have 
reported.  
I was trained as a sociologist and a community based researcher, and as such, I was 
interested in how families interacted with the social world and the place of these families 
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within their communities and in society. I knew that in the field of intellectual and/or 
developmental disability, people were greatly concerned with social inclusion, which seemed 
to be linked to social networks and support.  In addition, disability research seemed to be 
happening in a ‘bubble’, at times unconnected with research in fields such as racial and 
gender equality, education, poverty prevention, and community development.  
 It became clear to me that since the theoretical framework of Family Quality of Life 
itself was still developing, questions on the place of the family in the social world could be 
explored within the context of contributing to the emerging theoretical framework. The 
current study represents efforts to pursue the complex idea of support from other people, 
social connection, and social support for families with a member with an intellectual and/or 
developmental disability; aiming to understand the barriers and facilitators experienced, and 
hopefully contributing to the overall understanding of what it means for a family to live a 
socially connected life of quality.  
The motivations for my continued work in this field come from the ethical framework 
in which I was raised; the belief that we are all responsible for each other’s well-being; that a 
society should be judged by how well it treats its most vulnerable members. I have 
interviewed more than 75 families within the framework of FQOL in my career thus far, and 
many have told me that they are alone, isolated, and unable to find connection. A quote from 
a mother I interviewed in Toronto five years ago stays in mind:  
I feel alone, all alone. Sometimes I just look at the moon and I think: life is so unfair. I 
don’t want to keep going.  
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I hope my work can contribute to a movement of people aiming to support and 
empower families to find their own place in an accepting and welcoming community within a 
mutually supportive society. 
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Chapter 1. Families in the social sciences 
1.1. Introduction 
This chapter introduces the family as a research focus and as a construct in the context 
of family sciences, a branch of the social sciences. Definitions of the family as a social 
construct are introduced. The importance and relevance of the family as a centre of social 
enquiry is suggested. The chapter gives an overview of how definitions of the family have 
changed throughout history, especially since the birth of the social sciences.  The major 
theoretical frameworks in modern family sciences are introduced including psychological and 
sociological frameworks. This first chapter illustrates how theories and frameworks of the 
family are connected to the social context and how families are influenced by a variety of 
factors within and outside the family. 
1.2. Definitions of the family in the family sciences 
Social scientists generally acknowledge that the family is a kinship unit; a biological 
and social network that serves a variety of support functions connected to psychological, 
developmental, and physical health as well as education, values, and the development of self-
concept (White, 2011). Most researchers recognise the importance of the family as a central 
social concept and a basic unit of human organisation (White & Klein, 2002). The family, 
ideally, provides a shared environment for the members to connect, support one another and 
share resources (Thornton & Fricke, 1989).  
 16 
While the family is a concrete social group, it is a social construction with definitions, 
composition, and organisation having changed dramatically in the Western world over the 
past 60 years, reflecting societal trends such as globalisation, changing market forces and the 
increased participation of women in the workforce (Farrell, VandeVusse, & Ocobock, 2012). 
The family is a concept that is deeply embedded in the cultural context in which it is situated 
and is seen by those who study the family, to both create, and be created by, society’s 
transformations (Doherty, Boss, LaRossa, Schumm, & Steinmetz, 1993). The field of family 
science views the family not as a static unit, with clear boundaries and concrete definitions, 
but rather as a dynamic phenomenon that changes over the life course of its members and 
interacts with the wider community group.  The concept of the family influences, and is 
influenced by the spheres of religion, identity, work, education, correctional and welfare 
institutions, and processes such as migration, industrialisation, and urbanisation (Hareven & 
Plakans, 2001). 
The family, in the Western world, is involved with, or influences, the distribution and 
consumption of commodities among the family group members and is responsible, to a large 
degree, for caring for, teaching, and socialising the next generation (Waite, 2000). A study of 
the family is an examination of the intersection of the individual and the group, an 
exploration of what makes us human, how we ascribe meaning and gain support, and how we 
organise our relationships. Despite a lack of consensus on the conceptualisation of the family, 
and a desire among most modern social scientists to distance themselves from the traditional 
gender, sexuality, and culturally biased constructs of family, the concept remains prevalent in 
the field (McCarthy, 2012). The family continues to be a meaningful and pervasive unit in 
everyday language and persists as a strong social institution (Gilding, 2010). Social scientists, 
even those strongly based in the constructivist or social conflict frameworks, identify 
“family” as a concept that is generally understood by most social actors and is “embedded in 
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relational structures that exist beyond individual knowledge” (Widmer, Castren, Jallinoja, & 
Ketokivi, 2008, p. 7). 
1.3. The birth of the science of the family in the Western world  
The family sciences developed along with the social sciences and reflect much of the 
epistemological paradigms that shaped modern conventions around the production of 
knowledge in the Western world (Adams & Steinmetz, 1993). Although there is much variety 
in the definitions of family, placing the concept in the context of the development of the 
social sciences helps trace the various conceptualisations of the term and gives some idea as 
to the function of the family as an organisational unit.  
The family has had a place in discussions about the social world since the inception of 
Western philosophy. The political writings of Aristotle placed the family firmly in the centre 
of the community, as a basic cell of human organisation, necessary for the survival and 
reproduction of humanity. Aristotle suggested that human organisation began in families, 
leading to villages and eventually forming cities (Aristotle, trans. 1999, Hittinger, 2013).  
Aristotle emphasised a relationship of family and city-state: the family existed for the 
sake of creating life, and the city-state, or the political, for the sake of creating the good life 
for families (Aristotle, trans. 1999, Jaffa, 1975). Platonic ideals saw the family as a less 
perfect form of the city-state, but for Aristotle, the family was much more; it was a unit onto 
its own, with cohesion separate from the larger political community (Hittinger, 2013).  
Discourse around the place of the family in the political climate, and the nature of the 
intersection of community, family, and the individual influenced the development of family 
theory throughout history. These ideas have continued to hold great importance in the 
differentiation and development of theoretical frameworks.    
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1.4. The development of family sciences from the middle ages to the 
industrial revolution  
Social scientists have tended to view family life throughout the Western middle ages 
as being characterised by large kinship groups, usually living in small villages or rural 
settings, with the extended family providing a network of support for members (Hughes, 
1975). Family scientists have suggested that this primacy of the large family unit was 
affected by the beginning of the industrial revolution. The Western world at this time had 
been moving away from traditional models of single-dwelling, village based, extended 
families and these changes brought about great concerns for the structure and sustainability of 
the family unit. Scholars were often concerned with protecting the traditional institution of 
the family from the perceived negative impacts of industrialisation and economic migration 
to urban centres (Howard, 1981). Perhaps the most well-known and influential of these early 
studies was Thomas and Znaniecki’s (1918) The Polish Peasant in Europe and America, with 
its finding that families and communities struggled to maintain close ties in the face of 
increasing individualism, urbanisation, and the modern world. This study has remained 
highly cited as pioneering in its conceptualisation of the family as connected to a community 
(LaRossa & Reitzes, 1993a). The study recognised that social phenomena outside of the 
immediate family had a great influence on the very existence of the family itself. It was also 
one of the first scholarly works to posit that some elements of modern industrialisation had a 
negative influence upon the relationships between family members, the ties among families, 
and the connections between families and communities. 
The belief that families were becoming more isolated as a result of the industrial 
revolution was a foundational idea in the family sciences. Scientists such as Ariès (1962) for 
example, expanded upon this idea and insisted that the modern family was privatised, 
nuclear, and inward turning, to the detriment of social connection and community integration, 
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and leading ultimately to the isolation of the family. This interest in the declining family unit 
post-industrialisation was also reflected in Trevelyan’s (1944) writing on the history of 
England, particularly concerning the plight of agricultural workers moving from villages to 
industrial cities. For instance, he commented:  
Immigrants to the mining and industrial districts were leaving 
an old rural world essentially conservative in its social structure 
and moral atmosphere, and were dumped down in neglected 
heaps that soon fermented as neglected heaps will do, 
becoming highly combustible matter. (pp. 475-476) 
Trevelyan was concerned that the supportive, extended family living situation 
characterised by connection to land and community was lost when workers sought out jobs in 
the factories in the newly industrialised cities. This connection to land and community was 
seen as a way of tempering the effects of poverty, crime, and discord, and maintaining the 
well-being of the family and society.  
The tendency to view industrialisation as the end of the extended family and the birth 
of the modern nuclear household structure has now largely been suggested to be an over-
simplified view (Hareven, 2000), yet the connection of the family to economic and societal 
forces remains an important sociological construct (Sussman & Steinmetz, 1987).  The social 
transformations explored by Marx and Engels also suggested a connection between the 
family and economic forces, a position that has continued to be explored by feminist, social-
conflict scholars (Brown, 2012). Engels particularly, posited that the traditional family was a 
tool of the ruling class, meant to separate communities and encourage individualism (Engels 
& Leacock, 1972). Recently, however, Marxist social-conflict theorists have suggested a 
conceptualisation of the family as less of a competitive, isolating economic unit, and more of 
an interconnected unit entrenched in community (Weikart, 1994). 
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1.5. Family sciences, individualism, psychology, and differing conceptual 
frameworks 
The 1920’s and 1930’s saw societal changes reflecting emerging individualism, as 
represented in the new discipline of psychology. Freudian theory took an important role, and 
in the Western world, a focus on the self and the personal began to dominate cultural 
discourse  (Sussman, Steinmetz, & Peterson, 1999). Family sciences began to focus on the 
social-psychological: defining family as “a unit of interacting personalities” rather than a unit 
in interaction with the environment (Burgess, 1926). Influences from this era continue to 
exist in the family sciences today, with modern family supports often based on individual 
actors’ ability to think positively, cope with life circumstances, be resilient, and foster 
supportive within-family relationships (Patterson, 2002a).  
This era also saw a faith in the scientific method, with this carrying over to family 
studies where “the new science, with its value-free position and its more rigorous 
methodology took over” (Christensen, 1964, p. 8). Although dominant, the positivist 
framework was not the only approach, nor was the focus on the inner workings of the 
personalities of a family the only understanding of the family’s place in culture. Scholars 
such as Mead in anthropology, and Thomas and Mead in sociology, posited that the 
intersection of culture, community, and family were meaningful areas of study (Rosenblatt & 
Fischer, 1993). Symbolic interactionists were also of this group and emerged as strong voices 
in the development of the social sciences. Symbolic interactionists considered the family in 
terms of the interaction of the individuals within the unit as well as those individuals’ 
interactions with the wider community. Symbolic interactionism emphasised that families 
were social groups wherein members developed a concept of self and identity (LaRossa & 
Reitzes, 1993b). This approach emphasised socialisation, the existence of social roles, and 
the development of those roles within a family (Hochschild & Machung, 1989). Symbolic 
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interactionism’s positioning of the family as the base for an individual’s development of self-
concept and identity continued to have a strong place in modern family theory as it was 
picked up again later in the century.  
An influential study of this time, The Negro Family in the United States (Frazier, 
1939) emphasised the community-family interaction and the importance of the environment 
to the well-being of a family. This study used a phenomenological framework, quite different 
from the predominant positivism of the day.  In general, however, studies of the era tended to 
adhere as far as possible to the positivist assumptions of mainstream social science research, 
with a focus upon individual thought processes and intra-family relationships, rather than the 
interaction of the family in relation to the environment (Doherty et al., 1993). 
In the 1950’s, the family sciences began to use historical reconstruction to look at the 
past and to put the development of the family in a historical context. Demographic 
information from earlier centuries was used to examine aggregate patterns in birth, death, and 
marriage rates. The approach used statistical analysis to examine family data (Henry, 1968). 
This retrospective research linked birth and marriage rates to changing economic conditions, 
establishing a link between the family, and the events in larger society (Schofield & Wrigley, 
1981). This methodology was used by the Cambridge Group for the History of Population 
and Social Structure (Laslett & Wall, 1972). This stream of family science recognised the 
societal forces impacting families through history, while also ascribing agency to the families 
themselves.  
1.6. The family sciences and post-World War II developments  
World War II had a profound impact upon families. Family scientists and historians 
tend to characterise the post-war era, at least in the USA, with a desire, born of economic 
 22 
insecurity and changing war-time gender roles, to return to traditional roles for families, with 
women staying in the home and men being providers (Rogers & White, 1998). It was 
common post-World War II, for cultural discourse to link the family and the political, and the 
security of the nation with the strength of the family (May, 1988).  
Fitting in with this era’s concern with preserving societal order, structural 
functionalism came about as an approach to examining and evaluating family life. Structural 
functionalists, perhaps most notably Parsons (1951), viewed the family as a subsystem 
operating for the survival and maintenance of society. The family’s function was to prepare 
members, through shared values and norms, to take on roles that maintained the larger social 
system. The theoretical construct of functionalism was also influenced by Durkheim’s (1972) 
writing on the existence of social systems, with rules and norms holding the fabric of society 
together. Structural-functionalism was widely criticised later in the development of the social 
sciences as emphasising both the subjugation of women and the silencing of minority groups’ 
voices and viewpoints (Smith, 1990). While functionalism is not commonly applied directly 
in current family studies, this representation of the family as an essential component of 
societal organisation was a foundation of family theory (Kingsbury & Scanzoni, 1993).  
Family Developmental theory also found its roots in this time period, with social 
programs and research projects attempting to understand the natural life course of a family 
(Rogers & White, 1998). Post-World War II, problems faced by families upon soldiers’ 
return home were addressed within this framework by examining transitions through the life 
stages of a family. The theory held that families moved through various natural transitions 
and, at times, needed support in reaching milestones along a life course (Hill & Rodgers, 
1964). The theory, while adapted over time, is included in family-focused theoretical 
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frameworks today and represented a move towards a more dynamic framework of the family 
than functional structuralism had previously offered (Viazzo & Lynch, 2002).  
Family Systems theory also developed at this time, along with emerging therapies to 
encourage the healthy functioning of families. Family Systems theory grew from general 
Systems Theory in the broader social sciences, as well as from the field of clinical practice 
(Bavelas & Segal, 1982). This theory was a basis for the practice of family therapy, with 
psychologists looking at the family as a system of interconnected individual parts 
(Whitchurch & Constantine, 1993). Family Systems theory saw the family as a deeply 
connected unit to be understood as an interrelated system (Burnham, 1984). This holistic 
approach remains an influential framework today, with professionals in a variety of fields, 
including family health, encouraged to look at the whole system of the family when treating 
an individual (Montgomery & Fewer, 1988). Family Systems theory continues to have 
influence on today’s family intervention, especially in the field of social work (Walker & 
Akister, 2004). At the time of its development, the theory was innovative in its incorporation 
of the medical model, a dominant paradigm in line with the positivist scientific approach, 
viewing the family as a universal concept, rather than one that was socially constructed 
(Doherty et al., 1993). This framework tended to emphasise within-family variables such as 
relationships and communication rather than the influences of environment such as social 
class, economics, and community influences (Goldner, 1988).  
1.7. Family sciences in the 1960’s and 1970’s 
The 1960’s and 1970’s saw major societal changes in the Western world, with 
traditional family structures and gender roles being questioned and faith in traditional 
institutions being less absolute than previously imagined (Burns, 1990). Sociologists often 
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refer to this period as the breakdown of post-war consensus (Alexander, 1987). Structural-
functionalism’s focus on the “normal” family was criticised and social-conflict theory grew 
in strength in the wider social sciences, although it was superseded generally in family 
science by critical and feminist theories in the 1970’s (Sabatelli & Shehan, 1993). Social 
exchange theory, at the opposite end of the political spectrum to social-conflict theory, also 
gained some momentum at the time. Social conflict theory viewed society as individuals in 
competition with one another. The framework influenced family sciences as well with 
researchers focusing upon the micro system of the family as a unit of capitalism, in 
competition with other families for societal rewards (Burgess & Huston, 1979).  
In the 1970’s an increasingly influential voice grew within the scholarly community 
to integrate the disparate family theories and move towards a commonality of concepts.  The 
operationalisation of building blocks of a grand theory was suggested (Burr, 1973). Five 
traditional conceptual frameworks of the family were eventually identified, although a grand 
theory remained elusive due, perhaps, to the differing conceptual frameworks of the 
prevailing theories. The five central theoretical frameworks were: symbolic interactionism, 
social exchange theory, systems theory, conflict theory and phenomenology (Burr, 1979). 
Although symbolic interactionism, phenomenology, and conflict theory were constructivist 
frameworks, the field was still dominated by a reliance on scientific methods and search for 
objective meaning, despite the social sciences, and the philosophy of science in general, 
beginning to accept other approaches to the production of knowledge (Suppe, 1977, Thomas 
& Wilcox 1987).  
Theoretical frameworks gaining popularity in the wider social sciences also began to 
be incorporated into family studies including Ecological Systems theory (Bronfenbrenner, 
1986). Ecological Systems theory suggested that individuals exist within nested structures of 
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influence. The individual was placed at the centre, with micro level influences of family and 
friends, meso level influences of community, and macro level influences from the larger 
society. This framework formed the basis for the development and design of interventions in 
many fields, including social work (Stormshak & Dishion, 2002). This theory became widely 
used in the family sciences and family therapy practice, assisting in organising interventions 
and helping to understand the impact of external and internal forces upon family life 
(Sanders, 1999; Sanders, Markie-Dadds, Tully, & Bor, 2000).  
1.8. The family sciences in the 1980’s, 1990’s, and early 2000’s  
The 1980’s and 1990’s saw the field of family sciences beginning to accept a greater 
number of qualitative, phenomenological, and feminist sources of knowledge (Langellier & 
Peterson, 1993). This period also marked vast changes in family structures, with more 
mothers entering the workforce, divorce rates rising, traditional nuclear families decreasing, 
and non-traditional family units such as single parents, same-sex parents, or couples without 
children, increasing in prevalence (Martin & Bumpass, 1989; Waite & Nielsen, 2001). Those 
who studied the family had begun to raise concerns about the forcing of the concept of 
“normal families” upon an environment growing more inclusive of non-traditional family 
structures (Bernardes, 1985). There was also a call in the field for researchers to be more 
open to perspectives from under-represented groups whose voices had not been heard 
traditionally in the family sciences (Doherty et. al, 1993). Post-modernism had an influence 
on the conceptualisation of the family, with the assertion that multiple truths existed and that 
narrow definitions of family were unrealistic and unhelpful (Bach, 2016). 
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The 1990’s and 2000’s saw a concern with the instability of families and communities 
in the rapidly changing, and at times, unstable global market economy. Researchers in the 
field stated that personal relations characterising families and communities were fragile 
(Bauman, 2013), negotiated, and cancellable (Beck & Beck-Gernsheim, 2002) and the 
solidarities on which they were based were fast disappearing (Giddens, 1991; Putnam, 2000). 
This climate of societal uncertainty and change led to much of the theorising around the 
family being concerned with providing support, guiding intervention, and informing policy to 
assist families in maintaining or creating a sense of well-being and cohesion.  
1.9. Family sciences today  
In the family sciences, there has been a strong call over the past twenty years to 
examine the impact of the social policy climate upon families. Beginning in the 1990’s, a 
push in the field emerged to do more to allow theoretical frameworks to impact policy, 
practice, and intervention with families in need of support (White & Klein, 2002). The 
Australian Institute for Family Studies echoed this concern and identified the intersection of 
broad based public policy, research, and intervention as being essential for the future of 
healthy families in Australia (Qu & Weston, 2008). Much family science work advanced 
today focuses upon supporting families when challenges arise, seeking solutions through 
therapy, interventions, or specialised supports (LaRossa & Reitzes, 1993). Family Stress 
theory for example, seeks to understand why some families adapt and thrive under seemingly 
stressful circumstances while others deteriorate or break apart (McCubbin & McCubbin, 
1993). Resilience is seen as a characteristic that allows families to adapt and adjust to new or 
difficult circumstances (Walsh, 2003). This model reflects current trends in family sciences 
towards strengths-based approaches, enhancing strengths within the family rather than 
focusing upon deficits (Patterson, 2002b). These strengths-based approaches involve working 
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with positive aspects of family life in order to support families seen as “at risk” such as those 
experiencing intra-family and community violence or health concerns (Powell, Batsche, 
Ferro, Fox, & Dunlap, 1997).  
1.10. Family science and extra support needs  
Family sciences have at times branched off to look at ways of assisting or 
understanding specific types of families in need of more support such as families 
experiencing poverty, issues with recent migration, or families with a member with a 
disability. This study will explore the intersection between the family and the social world 
through the lens of a newly emerging framework, Family Quality of Life (FQOL), looking at 
the lives of families with a member with an intellectual and/or developmental disability. 
1.11. Chapter summary  
This chapter introduced the science of the family through an historical lens. Various 
ways in which social researchers have examined the family were presented. The impact of 
social forces upon the family as understood by some social theorists was included. The most 
influential theoretical frameworks in the family sciences were outlined. The ways in which 
family sciences and family based theoretical frameworks have understood families with extra 
support needs were introduced.  The chapter concluded with the brief introduction of Family 
Quality of Life (FQOL), a developing framework attempting to understand the challenges 
and strengths of families with a member with an intellectual and/or developmental disability. 
The FQOL framework will be explored further in Chapter Two, including the roots of the 
framework. 
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Chapter 2. Family Quality of Life and Social Support in 
Intellectual and or Developmental Disability  
2.1. Introduction 
This chapter outlines the importance and relevance of the family to research in the 
field of intellectual and/or developmental disability. Several frameworks supporting research 
on the topic are presented and Family Quality of Life (FQOL), one of the most recent of the 
frameworks undergoing development, will be examined, including the roots of the 
framework, individual Quality of Life (QOL). The measures developed to examine FQOL 
and some of the psychometric properties of these measures are introduced. The major 
findings emerging in the field are outlined. The proposed theoretical framework of FQOL is 
included. Issues that have appeared with the conceptualisation and operationalisation of the 
concept of support from other people, or social support, within the FQOL framework are 
presented and as well as a call for further development of the construct of social support 
within the framework. Literature from the disability field as well as the wider social sciences 
on the importance and measurement of social support is presented. The intention of this 
study, to explore the process and meaning of social support in the context of the FQOL 
framework is set out in this chapter. The chapter ends with the research questions of the 
current study. 
2.2. Defining intellectual and/or developmental disability  
The American Association on Intellectual and Developmental Disability (AAIDD) 
defines intellectual disability as the presence of significant limitations both in intellectual 
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functioning and adaptive behaviour appearing before the age of 18. Developmental disability 
is an umbrella term that includes intellectual disability, as well as disabilities such as cerebral 
palsy (Schalock, Borthwick-Duffy, Bradley, Buntinx, Coulter, Craig, Gomez, Lachapelle, 
Luckasson & Reeve, 2010). The number of people experiencing intellectual and/or 
developmental disability has increased over the past 20 years, with greater instances of 
children with an intellectual and/or developmental disability being reported, perhaps due to 
increased awareness of certain conditions, longer life spans, better treatment options, a 
reduction in stigma, and/or an unexplained increase in prevalence (Australian Institute of 
Health and Welfare, 2008).  
People with an intellectual and/or developmental disability face social disadvantages, 
including fewer opportunities for participation in education, fewer chances at employment, 
and fewer opportunities for full participation in society (Thompson, Fisher, Purcal, Deeming, 
& Sawrikar, 2012). These challenges have existed since antiquity with direct impacts upon 
the personhood and rights of those with intellectual and/or developmental disability.  
2.3. Intellectual and/or development disability through history  
Throughout history, societal responses to those born with disability have included 
infanticide, slavery, abandonment, fear, and dehumanisation (Parmenter, 2004). Persons with 
intellectual and/or developmental disability prior to the 20th century were often considered to 
be “innocents”, charitable cases to be cared for by family and community rather than 
requiring of extra formalised services (Scheerenberger, 1983).  
The construct of disability, much like theories of the family outlined in Chapter One, 
reflected the economic and political forces at play at a particular period in time. In the 
1880’s, for example, especially in the United States, fears over a rapidly changing social 
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world led to a perception that lenient immigration rules had allowed mentally and morally 
deficient individuals into society (Cummins, 2001). This was responded to with stricter 
controls on migration, and the belief that people with disability should be removed from 
society and into separate housing known as institutions (Young & Ashman, 2013). While 
many families chose to care for their family member at home in the more traditional care 
model, the medical model of the institution became prevalent in society.  
Institutions were typical of the application of a medical model of disability, focused 
upon diagnosis, segregation, and containment. These institutions were originally set up under 
a medical model as safe havens and centres of education for people with disability but 
overcrowding and under funding led to these facilities becoming unsafe and unhealthy 
environments (Parmenter, 2004). In the mid-20th century deplorable conditions were 
revealed in such pieces of research as Blatt and Kaplan's (1966) photographic essay of life 
inside institution walls. This exposé garnered an international response and helped prompt 
families, researchers, and professionals to pressure governments to close institutions and 
invest in community-based care (Wiesel & Bigby, 2014).  
2.4. The role of the family in the deinstitutionalisation movement  
Families, especially parent associations, played a significant role in 
deinstitutionalisation, the movement of people with intellectual and/or developmental 
disability out of institutions and towards community-based living (Samuel, Rillotta, & 
Brown, 2012). Nirje’s ethical value theory-based idea of ‘normalisation’ (1985) and 
Wolfenberger’s Social Role Valorisation (1983) supported social movements, championing 
the rights of people with disability to lead ordinary lives in a society in which they could 
participate fully. The development of a formal rights framework for people with disability, 
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and eventual outcomes such as the United Nations’ Convention on the Rights of Persons with 
Disabilities (2006), have continued these movements, with positive impacts upon disability 
awareness, and greater opportunities for self-determination (Shrogren, 2016). 
With this movement away from institutions and towards normalised, valued social 
roles came additional challenges and responsibilities for families of those with intellectual 
and/or developmental disability. When there was a member of the family with an intellectual 
and/or developmental disability, families needed to navigate social policy and health care 
environments, seeking out the best options for funding, therapy, and specialised programs, 
while at the same time adapting to the reality of having a child or a sibling with a disability, 
emotionally and in terms of planning for the future. Children with severe and multiple 
disabilities began surviving birth more often and living into adulthood, requiring families to 
plan for the futures of their child beyond the life of the parents (Brown, Davey, Shearer & 
Kyrkou, 2004).  This increasing role for families was a trend that continued as service and 
support climates evolved.  
2.5. Intellectual and/or developmental disability, families, and support 
climates 
In the 2000s and 2010’s the policy climate in some Western countries for families 
with a member with a disability underwent a massive overhaul, with bulk social welfare 
funding packages being phased out or delivery methods transformed. In Canada, and more 
recently Australia, individualised funding approaches allowed people with disabilities and 
their families to manage their own service packages; selecting the supports deemed by the 
individual to be most important (Lord & Hutchison, 2003). This led to families being relied 
upon with increasing frequency and in roles of greater responsibility; families were now 
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expected to act as the main caregivers and supportive decision makers regarding disability 
supports and financial planning (Brown, Schalock, & Brown, 2009).  
This increasingly central role for the family, both in supporting the individual in daily 
life and assisting in program planning and service co-ordination led researchers to examine 
the strengths and challenges experienced by these families (Mansell & Beadle-Brown, 2004). 
These examinations were undertaken in an effort to evaluate the environment for the person 
with an intellectual and/or developmental disability as well as support the families 
themselves (Mitrani et al., 2006; Samuel, Hobden, LeRoy, & Lacey, 2012).  Ensuring these 
families’ needs were understood has been of interest to policy makers, researchers and 
professionals, since it has been suggested that families that function well support society and 
are seen as a social resource (Isaacs, Brown, Brown, Baum, Myerscough, Neikrug, Roth, 
Shearer, Wang, 2007).   
2.6. Burden of Care theoretical framework 
One of the most prominent frameworks for examining family life for families with a 
member with a disability has been Burden of Care, a variation on Family Stress theory and 
based upon the assumption that family caregivers are burdened in various ways in their care 
for the family member with an intellectual and/or developmental disability (Wang, 2012). 
This approach has tended to find that family caregivers face challenges to health, activity 
levels, and emotional well-being. It has been found that overall well-being was impacted by 
caring for a family member with disability; resulting in high levels of stress, anxiety, and 
depression (Cummins, Hughes, Tomyn, Gibson, Woerner, & Lai, 2007).  
According to research reported by the Australian Institute of Health and Welfare, 
families in a community-based setting are often relied upon for decision-making, planning, 
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and full time care of the family member with disability, with impacts upon emotional health, 
careers, and financial status (Edwards, Higgins, Gray, Zmijewski, & Kingston, 2008). Family 
caregivers seem to be deeply affected by caring roles, especially as the caregivers age and 
begin to worry about their own health and the future of their family member with an 
intellectual and/or developmental disability (Rowbotham, Cuskelly, & Carroll, 2011). The 
caring role also seems to have had an impact on family relationships, with stress upon the 
relationship between parents, and lower marital satisfaction being linked to having a member 
in the family with a disability (Risdal & Singer, 2004; Higgins, Bailey, & Pearce, 2005). A 
large-scale Australian study found that family caregivers experienced a variety of needs 
including a need for greater access to service information and respite care for their family 
member. Families also reported time restraints connected to the caring role (Burton-Smith, 
McVilly, Yazbeck, Parmenter, & Tsutsui, 2009a). Although family caregivers in this 
Australian study did not characterise the caring role as being a burden, they did report 
negative impacts upon their lives especially their social networks and social activities 
(Burton-Smith, McVilly, Yazbeck, Parmenter, & Tsutsui, 2009b).  
2.7. Family Systems theory and families with a member with an 
intellectual and/or developmental disability  
The dynamic approach of Family Systems theory, also outlined in more general 
family application in Chapter One, focuses upon the inter-relatedness of the lives of family 
members. This approach has gained support in the disability field, especially since it has been 
well established as a framework suited to application in family therapy and social work 
(Bavelas & Segal, 1982). This approach is often framed in conjunction with Ecological 
Systems theory, identifying nested levels of influence, micro, meso, and macro, impacting 
upon the systems of the family (Knox, Parmenter, Atkinson, & Yazbek, 2000). 
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The approach has tended to emphasise the philosophy of family-centredness with 
services and interventions being planned with the family controlling and contributing to their 
own support. This approach takes the moral position of the rights of families to direct and 
participate in their social welfare experience (Llewellyn, Dunn, Fante, Turnbull, & Grace, 
1999). Research on the experiences of families as micro systems operating within meso and 
macro systems, has resulted in recommendations for professionals and service providers to 
support families in a manner that empowers, respects, and strengthens them (Summers, 
Poston, Turnbull, Marquis, Hoffman, Mannan, & Wang, 2005).  
2.8. Family Quality of Life: Roots of the framework 
The roots of the FQOL framework, also a family-centred and strength based 
approach, can be found in individual Quality of Life (QOL).  Quality of Life a sensitising 
concept that has existed in the social sciences for many decades, although only formalised in 
the last 30 years  (Brown, Kyrkou, & Samuel, 2016). The universality of the idea of “the 
good life” upon which the concept of QOL is based, has meant that the term has been used in 
several frameworks including health, psychology, economics, and community development 
(White, Lauzon, Yaffe, & Wood-Dauphinee, 2004). A Quality of Life framework can be said 
to expose the discrepancy between what one experiences and what one desires, and the gap 
between needs and the resources available (Brown & Brown, 2005).  
Much work has been done on developing principles of QOL in the disability field 
since the early 1990’s (Brown, 1999). Several key elements of QOL were suggested by a 
panel of experts in the field (Schalock, Brown, Brown, Cummins, Felce, Matikka, Keith & 
Parmenter 2002). These elements included a life-span perspective, physical and material 
well-being, emotional well-being, social belonging and community living (Schalock, 
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Verdugo, & Braddock, 2002; Brown & Brown 2005). Quality of Life was also determined to 
be multidimensional and affected by personal and environmental factors (Renwick, Brown, & 
Nagler, 1996) including relationships, family life, work, neighbourhood, residence, housing, 
education, health, standard of living, and the state of the nation (Schalock, 2004). Quality of 
Life concerns the promotion of a perception of well-being, opportunities to fulfil potential, 
and feelings of positive social involvement (Goode, 1997).  
2.9. Principles of Family Quality of Life  
Family Quality of Life was based on the same key principles and domains as 
individual QOL. Like QOL, FQOL in the field of intellectual and/or developmental disability 
was also structured as a holistic, multidimensional, sensitising concept with a life-span 
approach, and included objective and perceptual measures and emphasised choice, self-
determination and empowerment (Brown, MacAdam-Crisp, Wang, & Iarocci, 2006; Samuel, 
Rillotta, & Brown, 2012).  
The framework has generally been seen as the meeting place of the individual Quality 
of Life of each member of the family (Brown & Brown, 2005). A life of quality for families 
as compared to individuals, has been suggested by Zuna, Brown & Brown (2014) to exist 
when “families consider their lives to be happy and fulfilling, all members are healthy, they 
have a safe place to live, have a stable income, enjoy their lives together, have opportunities 
to learn and improve, benefit from the community supports and resources, and experience 
fulfilling social relationships with others” (p. 162).  
It has been pointed out by researchers that the success of an increased role for families 
in the lives of people with intellectual and/or developmental disability relies on “assumptions 
by policy makers that most families are both able and willing to act as the main caregivers 
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and decision makers, and that family life will be enhanced as a result of their greater 
involvement” (Samuel, Rillotta, & Brown, 2011, p. 2). Family Quality of Life addresses the 
degree to which these assumptions are valid.  
The Family Quality Life framework takes a socially progressive, non-traditional view 
of the family: “A family includes the people who think of themselves as part of the family, 
whether related by blood or marriage or not, and who support and care for each other on a 
regular basis” (Poston, Turnbull, Park, Mannan, Marquis, Wang, 2003, p. 319).  
2.10. Family Quality of Life and the current support and service climate  
Family Quality of Life researchers, similar to other family-focused theoretical 
frameworks, tend to see the FQOL approach as being linked to the social and political 
climate, and view the approach as a paradigm shift in disability service provision as it moves 
towards family-centredness. The approach is seen as a move from fixing to supporting, from 
deficits to strengths, and from child to family as the focus of support (Turnbull, Poston, 
Minnes, & Summers, 2007). Much of the research and theoretical construction around FQOL 
has been driven by the need to inform and build upon disability related service support for 
families. The need to inform policy and service provision is seen by many researchers as the 
very basis of the construct itself (Samuel, Rillotta, & Brown, 2012). This seems to be a 
timely approach since, as pointed out by Wang and Brown (2009), an inadequate amount of 
applied research is being done to assist families in achieving satisfactory levels of life quality, 
especially in such practical fields as social work. The importance of supporting families is 
just beginning to be recognised at the policy level with the Australian Productivity 
Commission (2011) recommending that Australia’s new National Disability Insurance 
Scheme (NDIS) should consider, address, and assess family needs.  
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2.11. Family Quality of Life research groups and measurement tools  
Family Quality of Life has been determined to have several principles of measurement 
(Isaacs, Brown, Brown, Baum, Myerscough, Neikrug, Roth, Shearer, & Wang, 2007): 
1. FQOL is multidimensional and influenced by many factors. 
2.  FQOL is comprised of generally the same dimensions for all individuals or groups, 
but that some aspects may hold more importance than others for some individuals or groups.  
3. FQOL includes both subjective and objective elements. 
4.  FQOL is best studied using qualitative and quantitative methodology.  
Family Quality of Life is a framework that is still developing, and two major research 
groups have led this development; producing surveys following the above principles, but with 
slightly different uses. The Beach Centre for Disability’s Family Quality of Life Scale (Beach 
Center on Disability 2005) was developed in the United States and includes 10 domains and 
112 items, while the International Family Quality of Life Project’s Family Quality of Life 
Survey-2006 (Brown, Brown, Baum, Isaacs, Myerscough, Neikrug, Roth, Shearer, & Wang, 
2006) was developed by researchers from Australia, Canada, the United States, and Israel and 
includes nine domains and both qualitative and quantitative measures. The Family Quality of 
Life Scale-2006 (FQOLS-2006) has been translated into 25 languages and results have been 
produced in 15 countries. The two research groups are, by no means, in opposition and have 
often collaborated and developed ideas, both formally and informally, with researchers and 
findings from both groups contributing to a common theoretical development (Samuel, 
Rillotta, & Brown, 2012).  Although the psychometric properties of the Beach Centre Scale 
have been examined more thoroughly than those of the FQOLS-2006, both measures have 
been found to have strong concurrent validity, with researchers recommending that the 
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FQOL-Survey 2006 be used when more in-depth answers are required or when information is 
needed on areas not included in the Beach Centre Scale such as support from others and 
community (Perry & Isaacs, 2015). The domains examined on the FQOLS-2006 are: Health, 
Financial Well-Being, Family Relationships, Support from Other People, Support from 
Services, Leisure, Values, Careers and preparing for Careers, and Community Interaction. 
The domains are measured with qualitative questions and six Likert scale questions. These 
Likert scale questions measure what are referred to as dimensions; the importance, 
opportunities, initiative, attainment, satisfaction, and stability connected to each of the nine 
domains (Brown et. al, 2006).   
2.12. Family Quality of Life findings 
Families around the world in such countries as Australia, Canada, Israel, Italy, 
Japan, Nigeria, and Malaysia have responded in similar ways to FQOL measures, 
despite vastly differing cultural and economic contexts (Brown, Kyrkou & Samuel, 
2016). Families generally reported that Family Relationships are an area of strength 
while Support from Services are often rated as unsatisfactory. Nearly universally, 
Support from Other People is rated as important, yet families are least satisfied with 
this area of life. FQOL is also nearly always affected by financial and health issues and 
a low level of Community Interaction appears to negatively impact families. Generally 
speaking, Careers are important to families (Brown, 2008). 
A finding on an international scale that is of great concern to FQOL researchers 
is the discrepancy between the importance ratings and the ratings on other dimensions 
on the FQOLS-2006. Importance of a given domain such as Financial Well-Being, for 
example, is nearly always rated higher than the opportunities, attainment, or satisfaction 
with the life area. In other words, areas of life viewed as being important are often out 
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of reach for responding families (Brown, 2012). Family Quality of Life researchers 
have been increasingly concerned as findings continue to emerge highlighting unmet 
support needs of families. Researchers have suggested that the service and policy 
climate, the community, and people in lives of families seem unable to support families 
to meet their needs. This inability needs to be understood and examined in detail in 
order to decrease the gap in support and enhance FQOL (Turnbull, Brown, & Turnbull, 
2004; Brown et al. 2006).  
2.13. Beginning theoretical framework of Family Quality of Life 
Based on the findings in the field, the beginnings of a unified FQOL theoretical 
framework was proposed recognising the complex and dynamic nature of FQOL. The 
framework proposed that systems, policies, and programs indirectly impact individual 
and family-level supports, while services, practices, and individual family-unit 
characteristics were direct predictors of FQOL (Zuna, Summers, Turnbull, Hu, & Xu, 
2011).  This framework took into account the complexity of family factors, the 
individual with a disability, and outside influences including social and policy 
environments:  
Systems, policies, and programs indirectly impact individual 
and family-level supports, services, and practices; individual 
demographics, characteristics, and beliefs and family-unit 
dynamics and characteristics are direct predictors of FQOL and 
also interact with individual and family-level supports, 
services, and practices to predict FQOL. Singly or combined, 
the model predictors result in a FQOL outcome that produces 
new family strengths, needs, and priorities which re-enter the 
model as new input resulting in a continuous feedback loop 
throughout the life course. (p. 269) 
The framework’s model has situated individual and family level factors as 
interacting with one another, similar to Family Systems theory, with these factors being 
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surrounded by systemic factors, in a construction similar to Ecological Systems theory. 
Within this proposed theoretical framework, the following concepts are suggested as 
categories for predictors of Family Quality of Life: (a) family-unit concepts, (b) 
individual family-member concepts, (c) performance concepts (e.g., services, practices, 
and supports), and (d) systemic concepts (e.g., systems, policies, and programs). This 
model has been presented as being open for further investigation and has been 
suggested by Zuna et. al (2011) as a preliminary framework with room for developing 
mid-range theories.  
2.14. Conceptual framework of Family Quality of Life 
The conceptual framework and epistemological underpinnings of the initial 
FQOL framework have not yet been explicitly laid out by researchers, a condition that 
has existed even before FQOL emerged, in its root framework of Quality of Life, 
(Parmenter, 1992). Parmenter pointed out that there is a danger, especially in a field 
like intellectual and/or developmental disability, so influenced by political and 
economic forces, for undefined theoretical frames to lead to the loss of meaning of 
constructs, and a vulnerability of research directions to rhetoric and bureaucratic forces. 
He suggested: 
 …without first making a detailed examination of the premises 
on which the philosophies are grounded, researchers may find 
themselves trapped in a process that aids and abets the aims of 
various pressure groups that abound in the field. (p. 248) 
Although the researchers proposing the FQOL theoretical framework did not 
overtly address the conceptual framework used to develop the theory, it may be 
important to note at this stage that little has been written on FQOL theory development 
itself and the authors of this framework have emphasised that this work is only just 
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beginning (Zuna et. al., 2011). It is possible, however, from work that has been 
conducted in the field and from the development of the framework thus far, to deduce 
the conceptual framework in use to date to be a pragmatic blend of two of the most 
common worldviews or paradigms of social research.  
2.15. Worldviews or paradigms of research  
Generally in the social sciences, research is conducted within certain 
worldviews, each having their own approaches to the production of knowledge and 
beliefs about the nature of reality (see Table 2.1). Positivism or post-positivism is 
based upon the belief that an objective reality exists that may be measured through the 
employment of empiricism and detailed observation of clearly defined variables using 
quantitative methodologies (Slife & Williams, 1995). Constructivism, on the other 
hand, typically holds that reality is constructed and that one objective reality does not 
exist for all social actors. The meaning of phenomena under constructivist study is 
formed through the perceptions of participants and researchers. This approach typically 
uses qualitative methodologies (Creswell & Clarke, 2011).  
Pragmatism is a different approach in that it is problem-centred rather than 
being directed by a philosophical worldview, and is focused upon solving research 
questions for use in real world application. Pragmatism may take some combination of 
other worldviews, with mixed methods being one common way that research of this 
type is carried out. Pragmatism is a pluralistic approach not requiring that researchers 
either choose or abandon positivist or constructivist worldviews, but rather allowing 
that both or more of these worldviews may be used to address a research question 
(Creswell & Clark, 2011).  
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Table 2.1 Research Worldviews, adapted from Creswell & Clark (2011) 
Postpositivism 
Constructivism Pragmatism 
Determinism  Understanding  Consequences of actions 
Reductionism  
 
Multiple participant 
meanings  
 
Problem centred 
 
 
Empirical observation 
and measurement  
Social and historical 
construction  
 
Pluralistic  
 
Theory verification  Theory generation  
 
 
Real-world practice 
orientated 
Quantitative methods  Qualitative methods  Mixed methods  
2.16. Family Quality of Life worldview  
It may be deduced from the development of the framework of FQOL that the 
conceptual framework of FQOL is a pragmatic one, influenced by both positivist and 
constructivist worldviews. One of the founding principles of FQOL, as indicated 
earlier, is that it is best studied through mixed methodology, in line with pragmatic 
approaches. The choice of mixed methods as a guiding principle in itself tells much 
about the philosophical underpinnings of FQOL, although these may not be stated 
clearly in all FQOL publications.  
Mixed methods, although in use in various ways since the inception of science, 
was developed further as a methodology by researchers such as Creswell (1994) and 
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Morse (1991), who began advocating for, and suggesting design principles for mixed 
methods studies in the 1980’s and 1990’s. These researchers suggested that such an 
approach provided a more complete way of addressing research problems than 
quantitative or qualitative approaches alone (Creswell & Clark, 2011). Pragmatic 
frameworks, although already existing in practice in the sciences, developed along with 
mixed methods, under the assumption that research could use different paradigms as 
long as each was honoured and the framework made clear (Green & Caracelli, 1997).  
Perhaps one of the most important indicators of a pragmatic approach being a 
foundation of the FQOL framework was the use of mixed methods to initially build the 
surveys used to measure the quality of families’ lives. Both the Beach Centre Family 
Quality of Life Scale (Beach Center of Disability, 2005) and the FQOLS-2006 (Brown 
et. al., 2006) were developed using interviews and focus groups and were field-tested 
and revised according to feedback from families in qualitative manner. Both scales 
were also tested for psychometric properties in quantitative tradition (Isaacs, et. al., 
2007). In addition, qualitative papers with constructivist world views have been 
foundational to the development of the FQOL framework (Poston, et. al., 2003), as well 
as works that are strongly grounded in the quantitative tradition and seek out results 
using such methods as structural equation modelling (Isaacs, Wang, Samuel, Ajuwon, 
Baum, Edwards, Rillotta, 2012; Park, Hoffman, Marquis, Turnbull, Poston, Mannan, 
Wang, & Nelson, 2003). 
The developers of the suggested FQOL theoretical framework have also 
encouraged further work on this framework to take a pragmatic point of view, calling 
for researchers to use a variety of approaches and to seek out the one best suited to a 
given research question (Zuna et. al., 2011). The developers have suggested several 
approaches to further theoretical work in FQOL: the scientific approach or post-
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positivism (e.g., explanation and prediction), interpretative approach or constructivism 
(e.g., understanding), and the critical approach (emancipation or empowerment of 
oppressed peoples or social groups). These suggestions to researchers to take multiple 
paths of enquiry are an example of the pluralism that is foundational to FQOL.  
Another of the principles of pragmatism, in addition to mixed methodology and 
pluralism, is its focus upon real world results. FQOL as a framework has the explicit 
outcome of producing results that influence services for families and improve lives 
through real life application.  
2.17. Influences of other frameworks  
An examination of the conceptual framework of an approach must also consider 
other frameworks that have influenced its development. FQOL, if taken in the context 
of other family frameworks, seems to have been built on some of the ideas of Family 
Systems theory, with a foundation in Ecological Systems theory. Family Quality of 
Life, holistic in its approach, attempts to uncover the dynamic nature of the 
relationships within and outside the family and their influences upon one another. 
Family Quality of Life researchers have cited Family Systems theory as influencing the 
developing framework of FQOL and FQOL concepts, and pointed out that families are 
dynamic systems existing in a reciprocal system of influence with the environment; 
what impacts one member of the family impacts the entire family system (Samuel, 
Rillotta & Brown. 2012; Brown, Kyrkou & Samuel, 2016).  
The epistemological basis of Family Systems theory itself has been suggested 
by researchers to reflect a paradigm shift in the overall philosophy of both the natural 
and social sciences in the 1960’s, towards the idea that the pattern of interaction with 
the environment defines an object or idea, rather than the characteristics of the object 
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itself (Bavelas & Segal, 1982). This indicates that the framework can be seen to be one 
that has accepted the construction of reality and may be said to be a theory that, while 
often utilised for post-positivist quantitative study, has been influenced by a 
constructivist worldview. 
It may be inferred that the FQOL framework, in addition to being influenced by 
Family Systems theory, has been built upon the ideas encompassed in Bronfenbrenner’s 
Ecological Systems theory (1986), based upon the nested influences of micro, meso, 
and macro elements. The levels of impacting and interacting entities upon a family 
within the FQOL structure, was illustrated by Schippers, Zuna, and Brown’s (2012) 
suggestion of interacting micro (family level), meso (community and service level), and 
macro (systemic level) influences upon families’ lives. The Ecological Systems theory 
approach originally came from a medical model and was post-positive in design 
although it now appears in many qualitative studies as well.  
Based on the influences gained from both constructivist and positivist 
frameworks and the use of pluralism to uncover real world results, the FQOL 
framework might be understood through a flow chart structure as illustrated in Figure 
2.1. The paradigm or prevailing worldview is a pragmatic one, with a theoretical lens 
owing much to Family Systems theory and Ecological Systems theory, with mixed 
methods traditions providing an overarching methodological approach, and with data 
collection methods including surveys, interviews and focus groups.  
Paradigm worldview or Epistemology (Pragmatism) 
-----à 
Theoretical lens (social sciences theories: Family Systems, ecological theory) 
-----à 
Methodological Approach (Mixed methods) 
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----à 
Methods of Data collections (surveys, interviews, focus groups)  
Figure 2.1. FQOL conceptual framework chart adapted from Crotty (1998) 
 
2.18. Expanding the pragmatic theoretical framework: the performance 
concepts within FQOL  
The framework of FQOL, as mentioned in section 2.13, is still under 
development, especially in mid-range frameworks such as the performance concepts. 
The performance concepts include the services, supports, and practices that are 
delivered to families or individuals. The performance concepts may examine predictors 
of FQOL such as service support, behavioural intervention, or informal social support 
(Zuna et al., 2011). A number of studies have already been conducted which fit into this 
performance concept (Abbott, Watson, & Townsley, 2005) with most focusing upon 
the impact of service delivery upon FQOL (Samuel, Hobden, LeRoy, & Lacey, 2012). 
The relationship of social support or support from other people to overall FQOL is, 
however, still largely under investigation and has been identified as an area for further 
research (Zuna et. al., 2011).  
2.19. Social support and Family Quality of Life  
The concept of social support as a domain appears as Support from Other 
People on the FQOLS-2006.  It is described on the survey in the following manner: 
Families sometimes get practical and emotional support from a variety of other 
people, such as relatives, friends, neighbours and others. In this section, you are asked 
to think about the support to your family as a whole from other people (p. 15). 
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The domain has been given consistently low scores by families on satisfaction 
and attainment dimensions within the FQOLS-2006, and indeed is often reported as 
having the lowest satisfaction rating of the life areas measured on the FQOLS-2006 
(Ajuwon & Brown, 2012; Rillotta, Kirby, Shearer, & Nettelbeck, 2012; Samuel et al., 
2012). Research has indicated that families reported few opportunities to receive or 
seek out support from other people, few efforts were reported as being made by 
families to obtain further support from other people, and unsatisfactory levels of 
support were attained. Also of great concern is that despite these low ratings, social 
support seems to be positively related to the overall quality of life of the family 
(Kresak, Gallagher, & Kelley, 2012; Meral, Cavkaytar, A. P. Turnbull, & Wang, 2013). 
A recent study conducted in Australia bridging Family Stress Theory and FQOL 
frameworks in families with complex needs including disability, found that social 
support was of great importance to inclusion in the community, health, and resilience 
and was often quite difficult to come by (McArthur & Faragher 2014). 
Family Quality of Life studies have also suggested through the qualitative data 
that has emerged, that many families with a member with an intellectual and/or 
developmental disability are isolated and do not want to burden others with their needs, 
leading to a situation in which those who needed the most help may be unwilling or 
unable to ask for it (Brown et al., 2003). As pointed out by Rillotta (2012), there is a 
need to research the support that families are receiving from other people more deeply 
in order to understand how and why support is lost and how it might be improved.  
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2.20. Operationalisation of support from other people in Family Quality of 
Life 
Despite both domains being considered as performance concepts (Zuna, et. al., 
2011), the questions asked on the FQOL Survey 2006 about social support are 
somewhat different from those asked about support from disability services. In the 
qualitative portion of the survey, the questions may be seen as being less in-depth in the 
domain of Support from Other People than in the domain of Support from Disability 
Services.  While specific, detailed questions regarding Support from Disability Services 
are presented and indeed, have proved useful in analysis (Samuel et al., 2012), specific 
barriers to obtaining social support have not been explored in-depth through specific 
questions, nor have possible reasons for a lack of support or the process by which these 
social support networks are lost. To illustrate, the Support from Services domain on the 
survey, in addition to the quantitative questions consistent to each domain, asks 
families the following additional questions:  
Are there disability services you need but are not currently getting?  
If yes, please indicate what services these are 
If yes, please indicate why you are not receiving the disability related services 
you need? (pp. 20-21) 
The utility of these questions is quite clear since through these answers, 
individual families may be assisted on a case-by-case basis to find the services they 
need, while aggregate data may be used to make recommendations to providers and 
policy makers on service barriers and needs.   
In contrast, this additional section of the Support from Other People domain 
asks only how many hours of practical and emotional support families receive from 
relatives and friends, as well as well asking the respondent to rate their own social life 
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on a Likert scale. No questions are asked as to the specific social support needed, nor 
are the reasons required support from other people might be lacking examined. The 
respondent is, however, given space to add additional thoughts in an open ended 
qualitative question: Please provide any additional information or explanations that 
you would like (p.18). These qualitative responses have the potential to uncover 
information, but it seems that more targeted questions may be required.  
In addition to some inconsistency in the qualitative questions when the domain 
is compared to Support from Services, the domain of Support from Other People has 
been seen by researchers and families as problematic and somewhat difficult to 
interpret (Rillotta et. al., 2012).  
The developing theoretical construct of FQOL, in line with suggestions from the 
field, seems to require a deeper exploration of the construct of social support and its 
impact upon families, as indicated in the low levels of support reported, the relative 
lack of information on reasons for the lack of support, and the somewhat confusing 
nature of the concept itself.  
In line with the call for further research into the performance concept of social 
support within the FQOL framework, the following section will explore the concept of 
social support in other fields of the social sciences. The comparison of social support in 
other frameworks may shed light on the importance of the concept in general and the 
need for further work on the concept within FQOL.  
2.21. Social support in the social sciences  
Generally, in the wider social sciences, the desire and need for social support 
and the ability to rely on others for connection and assistance is considered an essential 
part of what it means to be human and has been suggested to be an important element in 
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our evolution and survival as a species (Bowlby, 1973; Belsky & Simpson, 2008).  
Those examining societal trends have long seen a lack of social connection and 
support as detrimental. Thomas and Znaniecki (1920), mentioned in Chapter One for 
their study on the impact of migration upon families, suggested that the loss of social 
cohesion and social support experienced by migrants to larger cities was a major cause 
of negative outcomes and social problems. As the social sciences advanced, a wide 
variety of theoretical frameworks incorporated the concept of social support or social 
connection, and the concepts now have many definitions (Hupcey, 1998; Stewart, 
1993). Some of the main functions of social support, social networks or connections as 
conceptualised in the social sciences, include social support and social networks as a 
mediator of stress and a promoting factor in coping and resilience, social support as a 
predictor of good health and well-being, and social connection as resource offering an 
access point to community. Regardless of the theoretical framework ascribed to and the 
outcomes measured, most social researchers view social support or connection and a 
need to access such support as an important part of living a life of quality (Hupcey, 
1998).  
2.21.1. Social support, stress, coping, and resilience  
Social support and social connection in general is strongly linked in the literature to 
coping with and mediating stress (Cohen, Underwood, & Gottlieb, 2000; Cohen & Wills, 
1985). By providing emotional support, companionship and opportunities for meaningful 
social engagement, social networks seem to have an influence on self-esteem, coping 
effectiveness, and sense of wellbeing (Berkman & Glass, 2000).  
Studies suggested that social support and connections with others were related to a 
main caregiver’s perception of the adequacy of their resources to support their family 
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member with disability (Greenberg, Seltzer, & Greenley, 1993; Herman & Thompson, 1995). 
The perceived size and availability of parents’ social network were linked to positive 
maternal coping mechanisms (Benson, 2016). The experience of social support and social 
connection was found to be related to reduced family stress and to contribute to resilience as 
well as being associated with hardiness (Ben-Zur, Duvdevany, & Lury, 2005; Greeff, 
Vansteenwegen, & Gillard, 2012). Social support was noted as a resource for enhancing the 
family caregiver role (Awadalla, Ohaeri, Salih, & Tawfiq, 2005) and was related to both 
mothers’ and fathers’ well-being (Azar & Badr, 2010). Recently, a new perspective has been 
offered within the resilience and stress field, that of the importance of on-going, long term, 
thriving social connections that support one to participate fully in life opportunities (Feeney 
& Collins, 2014). 
            Despite the connection to lower stress levels and greater resilience and coping levels, 
social support has tended to be reported as quite low by researchers in the field of disability 
(Heru, Ryan, & Vlastos, 2004). Research has suggested that many family caregivers did not 
have access to friends and had what might be described as small and unstable social networks 
(Ekwall, Sivberg, & Hallberg, 2005; Magliano, Fiorillo, Rosa, & Maj, 2006). Findings have 
suggested that the low levels of this support may be due to others not knowing how to help or 
how to ask if help is needed (Cuzzocrea, Murdaca, Costa, Filippello, & Larcan, 2016).  
Research has also suggested that the quality of such support, being received from someone 
with whom one could share feelings and responsibilities, rather than the quantity of support 
available, was important (Smith, Greenberg, & Seltzer, 2012). It has been suggested that 
social connections may need to be formally supported in order to offer effective social 
support to families (Weiss, Robinson, Fung, Tint, Chalmers, Lunsky, 2013). Family members 
seemed to benefit from social connections made through formal supports such as support 
groups (Greer, Grey, & McClean, 2006).  
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In the context of stress, resilience and coping, social support and social connections 
are measured and conceptualised in various ways. The concepts tend to include social 
integration, social network size and density, and measure length of relationships as well as 
the function and structure of the support available (Thoits, 1995). Although the frameworks 
of stress, coping and resilience do not take the same holistic outlook as FQOL and do not 
appear to have the same advantages of examining factors inside and outside the family, the 
broader concept of social support and connection to others may be of use in FQOL. There 
may be more to understanding the nature, importance, and process of social support than 
measuring only the elements of practical and emotional support.  
2.21.2. Social support and health  
Social support from family and friends has also been seen to be linked to positive 
health outcomes (Turner & Turner, 2013) and has been suggested by some researchers to be 
the most important and consistent variable in individual health outcomes (House, 2001). 
Social support and size and density of social networks were found to be predictors of health-
related quality of life in caregivers of family members with a disability (Arai, Nagatsuka, & 
Hirai, 2008). In older adults especially, it has been suggested that the perception of available 
social support and social connections is an important contributor to overall physical and 
mental health (Cornwell & Waite, 2009). By providing emotional support, companionship 
and opportunities for meaningful social engagement, social networks and connections seem 
to have an influence on bolstering self-esteem, enhancing coping effectiveness, reducing 
depression and distress, and increasing a sense of wellbeing (Berkman & Glass, 2000).   
The mechanisms of how social support precisely affects health are not yet fully 
understood, but are recognised to be complex with some facilitators identified including the 
importance of friends who are active, mobilised supporters rather than those taking a passive 
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role (Sowerby, 2005). The health field seems to recognise the complex nature of social 
support and social connections and the processes, meaning, and function of the concept are 
still under investigation. While FQOL takes a more holistic view to well-being than the 
health framework, and measures health as just one element of life quality, the comparatively 
broader conceptualisation of social support and connection with others within the health field 
appears to lend weight to the need to explore social support more deeply in the FQOL field as 
well.   
2.21.3. Social support and Social Capital 
Social networks, social connection, and community participation seemed to be deeply 
linked, and the concept of social capital as developed by, most notably, Putnam (2000) 
Coleman (1988), and Bourdieu (1986) supports this link. Winter (2000) suggested that social 
capital could be understood as networks of social relations leading to outcomes of mutual 
benefit within a community. The concept has been framed by Putnam (2000) as social 
networks of reciprocity and trust. Social capital allows people to access support, make 
connections, and to work together as a community to address and resolve problems that they 
face in common (Stewart-Weeks & Richardson, 1998). Some of the ways that social capital 
is inhibited in communities include a lack of places and programs that encourage engagement 
and a lack of opportunities to connect with neighbours (Putnam, 2000). There is a recognised 
need by some researchers in the field for a commonality of resources and a mutual 
responsibility within a community in order to support and emphasise social capital (Bullen & 
Onyx, 1999). 
Social capital is a well-researched topic influencing the understanding of families and 
communities. The Australian Institute of Family Studies has devoted time and resources to 
understanding and quantifying the concept (Stone & Hughes, 2001). The ways in which 
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individuals and families create and maintain bonds of trust and reciprocity within a 
community are still being studied, although the topic has found a place in research from local 
community development projects to international development policy papers (Temple, 2001).  
Although a separate framework from the holistic approach of FQOL, elements of 
Social Capital suggest that social support and social connection is linked to more than a one-
way receipt of emotional and practical help. Social capital’s broad understanding of social 
support, including elements of reciprocity and trust may point to a need to further explore the 
concept in FQOL. 
2.21.4. Social inclusion, community, and social support 
The World Health Organization (WHO) posited that being part of a social network is 
crucial to the health, quality of life, sense of belonging and security of a person (Sen, Ostlin, 
& George, 2007). Inclusion is often examined in terms of its counterpart, exclusion (Allman, 
2013), the process of being shut out from the social and political processes of integration into 
one’s community (Cappo, 2002). The conceptual model of exclusion used by the Social 
Exclusion Knowledge Network commissioned by the WHO, includes four main dimensions - 
economic, political, social and cultural - at different levels including individual, household, 
group, community, country and global regional levels. These exclusionary processes create a 
continuum of inclusion/exclusion characterised by an unjust distribution of resources and 
unequal access to capabilities and rights (Popay, Escorel, Hernández, Johnston, Mathieson, & 
Rispel, 2010).   
Social exclusion, in contrast to poverty and deprivation, is fundamentally about a lack 
of social connectedness and participation (McDonald, 2011; Saunders, Naidoo, & Griffiths, 
2007). Findings in the field suggest that among the various definitions of social exclusion, 
almost all included a lack of social connectedness and social support, and a lack of 
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participation. Studies conducted on behalf of the Australian Government suggested that 
social inclusion, in contrast to social exclusion, be conceptualised as four key "domains" of 
opportunity (McDonald, 2011). The second of these domains is the ability to connect with 
friends, neighbours and the local community. McDonald suggested, “Children and families 
need to feel connected to and supported by their community, especially when they face 
obstacles and challenges. They also need to feel a sense of belonging and to feel as if their 
voice will be heard” (p. 3).  
The Australian Institute of Family Studies has also examined community and social 
support. Social support and social connection has been described as a "potent influence in 
parent's lives" (Ceballo & McLoyd, 2002, p. 1311). Research has found that families with 
extra support needs experienced difficulties with isolation in their community and a lack of 
social supports and social connections (Carbone, Fraser, Ramburuth, & Nelms, 2004). These 
families were often those who had recently migrated, lived in communities without 
supportive infrastructure such as reliable transport or places to meet people and/or 
experienced some type of social stigma due to a difference such as culture or language 
(Cortis, Katz, & Patulny, 2009). Families most in need of social networks and community 
engagement tend to be the families least likely to receive these supports.   
The development of the concepts of inclusion/exclusion have, at times, been 
connected to neo-liberal ideas, with a focus on individual responsibility for participation 
rather than community responsibility (Horsell, 2006). Some researchers have suggested that 
inclusion rhetoric in developed countries has failed to address the root causes of exclusion, 
and instead of examining pathways to a mutually responsible society, has focused on how 
individuals can contribute economically, or improve their lives through hard work and 
positive thinking (Wilson, 2006). Neo-liberalism, the influence of individualism, the value 
placed on independence, and the attachment of a person’s worth to their potential for 
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economic contribution has also been connected to barriers to social inclusion in the field of 
disability. Parmenter (2014) suggests that the challenge of social inclusion of people with 
disability and their families in this climate lies in creating environments that include and 
value those with support needs beyond their economic potential, recognising and encouraging 
the mutual dependence of all people.  
The constructs of Quality of Life and social inclusion in the disability field have 
developed somewhat independently, but share many similar principles, with researchers 
seeing inclusion in the physical environment and social community as an on-going challenge 
for people with intellectual and/or developmental disability and their families (Cummins, 
2005; Brown, Kyrkou & Samuel, 2016). Recently, researchers in the field have called for the 
field of QOL, and by extension FQOL, to embrace inclusionary principles and practices, such 
as a commitment to enhancing opportunities for families and individuals to access 
community, perform valued social roles, and belong to social networks that allow individuals 
to both receive and contribute support (Brown, Cobigo, & Taylor, 2015). 
Policy work on communities and inclusion within the framework of Quality of Life 
for individuals and families is still developing with Schippers and van Heumen (2014) 
examining the impact of legislated inclusive practices upon community in the Netherlands 
through the framework of QOL. This group took the position that inclusion was not simply 
about providing supports in community based settings for people with disability and families 
but rather, that true inclusion required connection with others. The inclusive city with 
inclusive activities was aimed at building social connections at the same time as allowing 
people to make valued contributions to the community.  
The framework of inclusion tends to recognise that social support and connection is 
about more than emotional and practical support offered to a person and may be connected to 
a person’s place in their community. It seems that in the area of social inclusion, community, 
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and family, a wider conceptualisation of social support and connection is recognised, one that 
links social support and connection to full participation and community. A lack of 
opportunities for social connection and social support has been suggested to be an 
exclusionary circumstance and a possible reflection of value being placed upon individualism 
rather than mutually supportive communities. It seems that within the FQOL framework as 
well, expanding the meaning of social support may be necessary in order to more fully 
understand the place of social connection in the participation of a family in their community.  
2.22. Social support summary 
A brief look at the concept of social support and social connection in the wider field 
of the social sciences suggests the importance of expanding the concept in the FQOL field. 
The conceptualisation and operationalisation of social support within the emerging FQOL 
framework does not appear to fully include elements deemed important in research outside 
the field such the structure of social networks, reciprocity, or the importance of social 
connection to inclusion and participation in community. Since the aim of FQOL research is to 
improve the lives of families, an understanding of what social support means, how social 
support is used and why; and how it is built and/or lost, may be necessary in order to 
effectively assist families in living well supported lives of quality. 
2.23. Research questions 
A deeper understanding of the process of losing or gaining social support in a FQOL 
context may assist in developing recommendations for sustainable solutions that may exist 
outside the framework of traditional service provision. To seek out answers to what social 
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support may mean to families, how and why families may lack support, and what the specific 
barriers to social support may be, this study asked the following research questions: 
What is the meaning of social support for families with a member with an 
intellectual and/or developmental disability?  
How do families find social support? How is social support built upon, 
maintained and/or lost?  
What are the barriers and facilitators to obtaining social support for families 
with a member with intellectual and/or developmental disability?  
In what way is social support connected to the overall Family Quality of Life 
framework?  
2.24. Chapter summary  
This chapter gave a definition of intellectual and/or developmental disability and a 
brief history of disability movements in the Western world, including the role of families. 
Theoretical frameworks aimed at understanding and supporting families with a member with 
an intellectual and/or developmental disability were presented. The framework of Family 
Quality of Life was described, including a brief background on the roots of the framework, 
Quality of Life. Family Quality of Life measures and research findings were introduced. The 
emerging theoretical model of Family Quality of Life and the conceptual framework of the 
approach, including influences of other approaches were described. The need for further 
research into an element of the framework, support from other people, or social support, was 
suggested. Social support as understood in the social sciences, in the fields of stress, health, 
and well-being were explored. The connection of social support to Social Capital, 
community, families, and social inclusion was presented. Interaction among the concepts of 
social inclusion and social support and connection were suggested. The chapter ended with 
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the recognition of a need to explore the place of support from other people in the emerging 
framework of Family Quality of Life, leading to the research questions of the current study. 
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Chapter 3. Conceptual Framework and Methodology 
3.1. Introduction 
Chapter One introduced the importance and the history of the family as a unit of study 
and Chapter Two introduced the emerging framework of Family Quality of Life and 
suggested that more research was needed into the meaning and use of social support, and the 
process of obtaining, losing or maintaining social support. Social support and social 
connection as conceptualised in other frameworks was introduced and the need for further 
exploration of the concept within the FQOL framework was suggested.  The research 
questions were also introduced. This chapter describes how the research questions were 
addressed through the application of a pragmatic multiple case study. It also describes the 
conceptual framework of the current study and the approach of multiple case study 
techniques, and sets out the research measures and procedures.   
3.1.1. Position on “theory” 
It may be important before delving deeper into this topic, to take a look at social 
theory in general, since it is a term used in many different ways in the social sciences and at 
times has led to confusion or debate (Abend, 2008).  For the purposes of this study, theory 
was defined in a social science context as follows:  
The term ‘social theory’ encompasses ideas about how 
societies change and develop, about methods of explaining 
social behaviour, about power and social structure, gender and 
ethnicity, modernity and ‘civilisation’, revolutions and utopias. 
(Harrington 2005, p. 1) 
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Generally, theory can be said to be a logical linking of the concepts, basic elements of 
phenomena and the propositions, or statements about the relationships among those concepts 
(White & Klein, 2002). A theory is an explanation of an observation or an experience 
(Bengtson, Acock, Allen, Dilworth-Anderson, & Klein, 2004). Within this thesis the position 
is taken that while some theories have been tested thoroughly such as Family Systems theory 
or Ecological Systems theory, FQOL is a new theoretical framework. The framework is 
beginning to take shape, but is not yet a fully formed theory. Social support within this 
framework was seen as a concept, based on certain propositions that together may develop 
eventually to a mid-range theoretical framework. Steps taken towards developing this mid-
range framework further within the context of this study will use theory-building approaches.  
3.2. Paradigm/worldview of the current study  
This research was approached with a pragmatic point of view, much like the FQOL 
framework itself. Rather than positing that either the positivist or the constructivist position 
should be used, the approach of Creswell and Clark (2011) was followed which proposes that 
both or either may be used as long as the approach is carefully documented and set out at the 
beginning of a study. Creswell (2003) stated that rarely are projects purely quantitative or 
purely qualitative, but rather exist on a continuum, and this project was no different, with its 
largely qualitative approach supplemented by a quantitative measure.  
The philosophical framework of this thesis assumed that some form of measurable 
reality existed; yet the subjective, perceptual, interpretive approach also had great influence. 
The study sought out the meaning that individuals placed upon the social world through 
exploring the process and utility of social support and social connection. In addition to the 
uncovering of perceptual truths, the goal of this study was to suggest practical applications 
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for policy design and program planning in a political and economic reality. It is the 
combination of elements of both of these epistemologies that formed the framework for this 
study’s enquiry. 
In a similar manner to the FQOL framework set out in Chapter Two, the conceptual 
framework of this thesis is set out in Figure 3.1.  
Paradigm/worldview (Pragmatic Constructivism) 
-----à 
Theoretical lens (sociological phenomenology, FQOL)  
----à 
Methodological Approach (multiple case study, adapted grounded theory) 
---à 
Methods and measures (survey, interviews, social network mapping) 
Figure 3.1. Conceptual Framework of this study adapted from Crotty (1998) 
 
3.3. Theoretical lens of current study  
Qualitative research was pragmatically chosen as the methodological framework for 
this thesis as pointed out in Figure 3.1. Qualitative methodology is concerned with lived 
experience as it is felt or undergone (Sherman & Webb, 1988). Usually qualitative studies 
use inductive research to develop a theoretical framework or, as in the current study, to build 
concepts within an existing framework to more deeply explain a phenomenon (Merriam, 
1998). Phenomenology is a foundation of constructivism with its position that society is a 
human construction, and that sociology itself and its theories and methods are also 
constructions (Moran, 2001) In phenomenology, qualitative approaches are used to gain 
insight into the microdynamics of particular spheres of human life (Langsdorf, 1995) much as 
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this study sought to explore the meaning of the social world for families with a member with 
an intellectual and/or developmental disability. Schutz, a founder of sociological 
phenomenology, aimed to describe and analyse the essential structures of the life-world and 
offered an account of the way in which subjectivity is involved in the construction of social 
meaning, social actions, and situations (Overgaard & Zahavi, 2009). Schutz’s approach was 
particularly appealing since this study looked beyond the emotional worlds of families 
involved, to include the social world of the families as constructed and understood by the 
families themselves.  
The framework of FQOL, as indicated in the previous chapter, also formed the 
conceptual boundaries of this project, including its previously mentioned influences of 
Systems Theory and Ecological Systems theory. The approach of pragmatic constructivism, 
based on a FQOL framework, was used to attempt to answer the research questions. 
3.4. Methodological approach of the current study  
A methodology that seemed suited to the framework set out in Figure 3.1 was one of a 
multiple case study design. This method has been suggested to be suited to research asking 
exploratory and explanatory questions regarding contemporary events in social and political 
context (Yin, 2014). The approach has been stated to be uniquely suited to research such as 
the current study; exploring within a theoretical framework rather than conducting theory-
testing research (Eisenhardt & Graebner, 2007). Three methodologists who have been 
working on establishing the guidelines and frameworks of case study are Yin (2014), Stake 
(1995), and Merriam (1988) and elements from all three approaches were utilised in the 
study.   
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3.4.1. Case study in the social sciences  
Case study has been used in many fields such as medicine, political science, and 
sociology, but consensus has yet to be reached on clear guidelines of practice and rigour 
(Hyett, Kenny, & Dickson-Swift, 2014). Common critiques have included a lack of clarity on 
methodological decisions, poorly defined or even undefined key concepts, and vague details 
on analysis.  Hallberg (2013) pointed out that unless adequate description and justification for 
methodological decisions is made, case study might be viewed as a lower quality 
methodology. Morse (2011) suggested presenting readers with methodological clarity in 
order to increase the credibility of the case study design.  
This study attempted to avoid some of these limitations of case study research, by 
carefully documenting methodological decisions and setting out the conceptual framework in 
an attempt to provide clarity on the philosophy and direction of the study.  
3.4.2. Definitions of case study and epistemological frameworks  
Qualitative researchers such as Stake (1995) and Merriam (1998) defined case study 
as a heuristic, holistic design using a variety of sources of information. They saw multiple 
cases as several bounded entities, each taken as a single study and thoroughly examined as 
stand-alone cases with analysis seeking out what is common amongst them (Stake, 1995).  
Yin (2014), a pragmatist with a strong post-positivist background, defined case study 
as: “an empirical inquiry that investigates a contemporary phenomenon in depth and within 
its real life context” (p. 16). Case study, according to Yin may have many more variables of 
interest than data points and should rely on multiple data sources. These data should converge 
and be triangulated.  
Multiple cases in the Yin (2014) tradition are analysed in the empirical school of 
thought using replication logic; each case being its own study, thoroughly examined as a 
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stand-alone entity before being combined together in a cross case analysis.  There is a close 
adherence to the data and consideration of context. In order to uncover results, what is 
common and unique among the cases is presented, often in a cross case analysis. Although 
researchers examining his methods typically position him as a post-positivist researcher 
(Eisenhardt & Graebner, 2007; Yazan, 2015), Yin shares much with the interpretive approach 
in his advice to ground theoretical development in the data, his use of inductive reasoning in 
building paths of analysis, and his acceptance of qualitative methodologies in a pragmatic 
framework. Although Yin has been viewed as a post-positivist, his approach is well suited to 
a pragmatic constructivist study. The approach is interpreted in the field to be one that 
recognises the subjective human creation of meaning, as well as the notion of objectivity 
(Crabtree & Miller, 1999). 
3.4.3. Current study and case study  
The current pragmatic study was led by Yin’s (2014) approach, especially in the 
organisation, validity and attention to rigour, but also included elements of Merriam (1998) 
and Stake (1995), especially Stake’s use of case worksheets to organise data, and Merriam’s 
transparency of analysis and adherence to grounded theory principles. The data were 
collected and analysed using a pragmatic system of grounded theory-inspired coding 
described by Strauss and Corbin (1997). This approach involves breaking down, organising, 
investigating and reflecting on data through open coding, followed by axial, and finally 
selective coding.  
In broad terms, Yin’s (2014) approach may be said to have formed the structure of 
this study while Stake’s (1995) careful approach to worksheet production was utilised to keep 
clear documentation, and Merriam’s (1998) adherence to qualitative, grounded theory 
techniques provided, along with Yin’s approach, clarity in analysis.  
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Yin’s (2014) approach differentiates between statistical generalisation and analytic 
generalisation, a distinction also relevant to the current study.  This study was not attempting 
to generalise to a population by using a large sample of families. Those types of studies have 
been carried out in the FQOL field and the findings of such studies have formed an important 
part of the framework of this study. Such findings, mentioned in Chapter Two, have 
contributed and continue to contribute to an overall picture of FQOL on an international level 
and have also formed some of the foundational assumptions of this study. This study did not 
attempt to replicate those findings. Rather, this study took an approach similar to that taken at 
the developing stages of the FQOLS-2006, using qualitative methodology in addition to a 
survey tool to uncover meaning and clarify concepts. This study attempted to understand the 
meaning and mechanisms of social support within this framework in order to understand the 
process of building, maintaining, or losing social support. The survey tool was not used in 
this study to perform statistical analyses as in quantitative approaches, but rather as a tool to 
provide descriptive elements adding to the overall emerging codes. This is an in-depth 
exploratory and explanatory study suited to a small number of participants and has resulted in 
the creation of some practical suggestions which may be used to understand the utility and 
development of social support for families with a member with an intellectual and/or 
developmental disability.  
Yin (2014) suggested that before undertaking case study a researcher must clearly 
define the research questions, propositions, unit of analysis, and the ways that the data will be 
logically linked to the research questions. The research questions defined in Chapter Two 
regarding the meaning, process, barriers and facilitators to social support in an FQOL 
framework for families with a member with an intellectual and/or developmental disability, 
give direction to the current study. The propositions of this study are that social support and 
connection is important and difficult to attain for families with a member with an intellectual 
 67 
and/or developmental disability. The idea that social support, its function, and meaning are 
yet to be fully understood is also a foundational proposition. The unit under analysis in the 
current study is the social support and social connections of the families participating. Social 
support literature revealed that at times social connection and social support were terms used 
interchangeably and at times social connections referred to any type of connection with 
others whether or not such connections led to support. It was determined that for the purpose 
of this study the term connection would refer to social connections with others no matter 
whether supportive or not. The meaning of these connections and how they may have related 
to social support was further explored through the process of the study as the meaning and 
process of social support for participants was revealed. The data collected in this study are 
linked to the questions by employing techniques influenced by grounded theory and multiple 
case study guidelines. An explanation of the measures and procedures of the study follow. 
3.5. Measures and procedures used in the current study  
 The measures employed and the procedures followed in this study are laid out in a 
flow chart format below in Figure 3.2.  
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Figure 3.2. Procedures of the current study 
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3.5.1. Preliminary work: Measures  
Yin (2011) described four differing types of data collection that contribute differently 
to the development of case studies. These four methods were: ‘interviewing and conversing, 
observing, collecting text and contents; and lastly recording your feelings’ (p.131). These 
data collection methods were used and the following measures chosen:  
Measure One: The Family Quality of Life Survey 2006  
FQOLS-2006 was designed to assess family quality of life in families that have a 
member with intellectual or developmental disability. Within the survey, FQOL is measured 
in nine domains: Health of the Family, Financial Well-being, Family Relationships, Support 
from Other People, Support from Disability-related Services, Influence of Values, Careers 
and Preparing for Careers, Leisure and Recreation and Community Interaction. Each 
domain is further measured by six dimensions: Importance, opportunities, initiative, 
attainment, stability and satisfaction. The dimensions are measured by six questions on a 
Likert scale within each domain. (Brown et. al., 2006). The survey was delivered in a face-to-
face manner with families, with conversation on the topics occurring naturally as the survey 
was filled out. The conversations were recorded and transcribed verbatim and included in 
interview transcripts. The survey data were entered into IBM’s Statistical Package for the 
Social Sciences (IBM, 2016).  
Measure Two: Social Network Map 
This was the creation of a simple drawing based upon techniques in social network 
analysis that asks participants to map out their social network (Freeman, 2004). This method 
has been found to be useful in understanding the social connections of research participants 
(Hogan, Carrasco, & Wellman, 2007). The participant is asked to place themselves (by 
writing their name) in the centre of their network with members of the social network also 
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being connected to one another via lines to indicate relationships. Since this research was 
about the main caregiver’s network rather than the relationships among social network 
members, connections of the network members to one another was not required. The 
participant was asked only to write or state who was in their social network and create a 
series of circles and lines indicating relationships. Participants were asked to name people in 
their social network who were friends or to whom a connection was felt. Restrictions were 
not placed on numbers of people to be included. The choice of whom to include was left up 
to the participant.  Conversation ensued from here as questions were asked regarding how 
well a person on the map was known, and for how long, as well as other characteristics of the 
relationship. Mapping assisted in seeing the strength, vulnerability and sources of social 
support and connection. These conversations were recorded and transcribed verbatim and 
included in the interview transcripts. The social network maps were drawn on note paper at 
the meetings with participants, and were copied into Microsoft word using Smart Art 
(Microsoft Word for Mac, Version 14.6.4) charts. The maps are included in each individual 
case report in Chapter Four.  
Measure Three: Semi structured interviews  
Two interviews were conducted with each participant. Social support, connections, 
friendships, and family life were explored. These interviews were conducted in order for the 
researcher to enter into another’s perspective (Patton, 1990). Merriam (1998) advised that 
interviewing was one of the best ways to collect data in a multiple case study design. Semi-
structured interviews allow the researcher to communicate with participants in a 
conversational fashion capturing the views and ways in which people get meaning out of 
their experiences (Rabionet, 2011).  
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3.5.2. Procedures  
Preliminary work including designing and deciding upon research questions and 
measures took approximately six months. Case selection and recruitment of families took 
approximately four months. The data were then collected over 18 months, with two meetings 
occurring with the main caregiver of each of six participating families. Each family was 
considered as a bounded case study, with separate, individual case reports produced. One 
cross case analysis report was produced. Final case reports, explanation building, model 
building, and cross case synthesis took approximately 10 months. All data was collected and 
analyzed by the researcher with supervisors providing feedback at reflexive stages as 
indicated in the procedures below.  
a & b.  Case Criteria Selection and recruitment of six participants 
Although the framework of this study was the quality of life of the family, this was 
taken from the point of view of the main caregiver. This is in line with approaches to FQOL 
research in the field, where although the perspectives of all family members would be ideal, 
the perspective of the main caregiver is valued for the rich insight offered into the functioning 
of the family as a whole (Brown et. al, 2006).  
Yin (2014) recommended using enough cases in a multiple case study design to afford 
some possible theoretical replication. Six to ten cases were suggested by Yin to be suitable in 
many instances, as a larger number may become unwieldy and difficult to collect and 
analyse. A smaller number may lead to difficulties in matching patterns across cases. Before 
recruitment in the current study, a sample of six to ten cases was determined to be sufficient 
to provide some contrast as well as some points in common so that individual cases could be 
analysed alone and in cross case analysis. In order to control some extraneous variables, and 
allow for access to the participants, all families were recruited from urban Sydney, Australia 
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and had a son or daughter with an intellectual/developmental disability under the age of 26 
years. These were the only criteria for inclusion in the study.  
Contacts in the field, advocacy organisations, and disability organisations were sent a 
letter and information sheet about the study asking if they could recommend a family fitting 
the criteria. Interested families were sent an information letter via the contact and were asked 
to contact the researcher should they wish to participate. Ten families responded and the 
number was reduced to six due to some responding families being outside the city, or 
experiencing great time constraints. One family was replaced during the study as they moved 
out of the country. The data on this family were removed from the study.  
The final cases are presented in Table 3.1 with some demographics. The participants’ 
family members had a variety of developmental and/or intellectual disabilities. The sample 
included two children with Down syndrome, one child with Down syndrome and significant 
health and emotional needs, one child with complex health needs and intellectual disability, 
and two children with Autism with significant behavioural challenges. The participating main 
caregivers were all married, with one participant being a widower. Five participants were 
mothers and one was a father of a child with a developmental and/or intellectual disability. 
Two of the participants worked part time and four did not work. All six of the participants 
had more than one child. None of the children with an intellectual and/or developmental 
disability were reported to have had siblings who also had a disability, although one 
participant identified that her daughter without disability had experienced mental health 
challenges.  
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Table 3.1. Participant demographics 
Family One (Jeff):  
Main caregiver was a father, with visual impairment, did not work 
Female Adolescent with Down syndrome and health needs 
Two other siblings without disabilities, older sisters, did not live at home 
Main caregiver was widowed 
Family Two (Karen): 
Main caregiver was a mother, did not work. 
Male Middle School child with cerebral palsy with significant challenges 
Three older siblings without disabilities, older sisters, one lived at home 
Main caregiver married, partner worked full time.  
Family Three (Amelia):  
Main caregiver was a foster mother did not work 
Adolescent with Autism and significant behaviour challenges 
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One sibling, older sister with mental health challenges, did not live at home 
Main caregiver married, partner worked full time 
Family Four (Jessica):  
Main caregiver was mother, did not work 
Adolescent with Down syndrome 
Two other siblings without disabilities, younger brother, lived at home, older sister, 
lived at home 
Family Five (Lydia):  
Main caregiver was mother, worked part time 
Female Primary School child with Down syndrome 
Two other siblings without disabilities, older brothers, lived at home 
Main caregiver was married, partner worked full time 
Family Six (Celine):  
Main caregiver was mother, worked part time 
Female Adolescent with Autism with significant behavioural challenges  
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c. First Meetings  
Each family was given a choice of having the interview at their own home, at the 
researcher’s office, or at a location of their choice. In the first meeting all participants chose 
to have the meeting in the family home.  
The first meeting involved the face-to-face completion of The Family Quality of Life 
Survey 2006. Each domain was expanded with further open-ended questions and inquiries 
regarding the nature of social support, social networks, and connection. Although the 
FQOLS-2006 conceptualises and operationalises support from other people; in the 
interviews, a conscious effort was made to ask about the social world of families in a variety 
ways, asking about social connections, relationships or friendships. When the term “social 
support” was used the phrase, ‘whatever that means for you’ was also added. This was in an 
effort to allow for some elements of the concept to emerge on their own and to keep the 
concept somewhat open ended.  
d. Field notes, transcription, and data entry  
Following each interview, field notes were taken (See example in Appendix A) 
reflecting on the experience and initial impressions. Each interview was recorded and 
transcribed verbatim. The data from the FQOLS-2006 were entered into IBM’s Statistical 
Package for the Social Sciences (2013) and individual descriptive bar charts of each domain 
on the survey were produced.  
One other sibling without disabilities, older sister lived at home 
Main caregiver was married, partner retired 
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e. Open coding of information from each meeting, and initial case reports 
Open coding of the data from each separate meeting was performed at this stage. This 
process began with reading transcripts, reading field notes, and having a ‘conversation’ with 
the data, as suggested by Merriam (1998). Emerging codes were extracted from the data, 
noted, referred to and reflected upon. This involved identification of free flowing themes and 
codes without consideration to whether the codes were at similar abstraction levels or 
whether they related to just one case or all of the cases. Each case was considered separately 
although some initial cross case open codes began to emerge and were noted. An example of 
open coding is shown in Appendix B. 
f. First Reflexive Exercises  
The open codes from each separate case analysis were triangulated with the individual 
FQOLS-2006 data to begin building a draft case report based on the first meeting. Stake’s 
(1995) approach to case study data collection suggests the writing of individual case 
worksheets that allow for observations on how each case may relate to the overall research 
questions and to the other cases. An example of such a worksheet is found in Appendix C. 
Information from these worksheets were discussed with three research supervisors in a series 
of meetings and conversations. Possible researcher bias, suggested trends, and interesting 
elements to be addressed in the second meeting with participants were explored. These 
suggestions helped in the development of the initial individual case reports. 
g. Initial individual Case Reports  
Using initial individual open codes, FQOLS-2006 scores, and reflexive exercises and 
field notes, a report was composed for each participant. An example of one of these case 
reports is found in Appendix D. Each case was taken as a stand-alone study, in relationship 
with the research questions with a few early comparisons with the other cases. 
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h. Second Meetings  
Member checking with case reports 
The initial case report of each family was brought along to the second meeting and 
was examined with the main caregiver to ensure validity. Any issues were taken up and the 
report altered to reflect changes. The results from the FQOLS-2006 were included here as 
well. Where relevant, changes were suggested. Two participants did not approve of the 
terminology “mistrust”, and preferred the terms “difficulties trusting”. This was altered in the 
reports. Aside from the two participants mentioned, the participants reported being satisfied 
with the case reports and indicated that their case report reflected their circumstances 
accurately. At the end of the second meeting, I briefly summarised what we had spoken about 
in the meeting and reviewed the social network maps with the participant to ensure accuracy. 
All second meetings took place again at the participants’ homes with the exception of one 
participant who asked to meet at a café because her home was being renovated.  
Social network mapping  
Families were asked to develop a social network map, mapping out connections and 
the importance of those connections. This was done by hand.  This was carried out 
immediately following the member checking. Discussion around this social network map led 
into the semi-structured interview. The social network maps are included in each individual 
case study in Chapter Four.  
Semi-Structured interview  
The meaning of social support and connection for the participant was discussed at 
length including how social support was found, how it was maintained, or how it was lost. 
Social support and its connection to inclusion in the community, FQOL, and planning and 
accessing services were explored.  
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i. Field notes Transcription Data entry and joining of transcripts 
Field notes were taken following the second meeting. Each second meeting was 
recorded and again verbatim transcribed. The transcription from the first meeting and second 
meeting were collapsed into one document for each of the six cases.  
j. Open Coding and Axial Coding of both meetings, draft case reports  
Open coding was performed on each individual’s joined transcripts. This was 
followed by axial coding, the identification of categories within each case study. This axial 
coding involved mixing and matching codes and seeing the relationships between the codes 
as well as building them into larger categories. Corbin and Strauss (2008) defined this stage 
as reassembling, and this term was shared by Yin (2014) who wrote about a process of 
disassembling and reassembling data in using case study methodology. For Yin, axial coding 
‘goes into a higher conceptual plane, whereby themes or even theoretical concepts start to 
emerge’ (p. 191).  An example of open codes leading to an axial code is found in Appendix 
E. At this stage, each case was considered separately. Draft case reports were produced.  
k. Second reflexivity exercises  
The findings at this stage were discussed again with three research supervisors who 
suggested areas of replication or codes that may have been missed. Conversations took place 
monthly which helped me, as the researcher, to reflect on bias and presuppositions that were 
a part of the process. I went back to the data and reexamined several times over the following 
six months, discussing with the supervisors and reflecting further upon codes.  
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l. Case reports produced  
Final case reports were produced. These individual case study reports included the 
descriptive data from the FQOLS-2006 and the social network map as well as the axial codes 
identified. These individual case reports are found in Chapter Four.  
m. Cross Case Analysis: Selective coding/pattern matching  
The third stage of coding, termed ‘selective coding’ was the first stage of cross case 
analysis. The coding was performed including all of the axial codes identified in the cases. 
This stage refers to a “process by which all categories are unified around ‘core’ categories 
and categories that need further explication are filled-in with descriptive detail” (Corbin & 
Strauss, 1990, p. 14). According Merriam’s (1998) guidelines, adapted from Corbin and 
Strauss for multiple case study, the categories should reflect the purpose of the research; they 
should address the research questions, the categories should be exhaustive, and mutually 
exclusive. Categories should be sensitising, so that some sense of meaning should come from 
looking at the categories alone and the categories must be conceptually congruent, arriving at 
the same level of analytical abstraction. This stage is also referred to by Yin (2014) as pattern 
matching, seeking out patterns among the data collected. The cross case analysis with 
selective codes is found in Chapter Five.  
n. Explanation building: Identification of central phenomenon  
The next stage of the study involved the identification of the central category or 
central phenomenon. The central category is described by Strauss and Corbin (2008) as one 
that appears to have the greatest explanatory relevance and the highest potential out of all of 
the other categories together. This central phenomenon emerged once selective coding had 
been completed. This central phenomenon is explored in Chapter Five.  
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o. Model building  
The selective codes, the central phenomenon, and the explanations built were then 
used to feed into the development of a model, offering a practical use for the findings 
produced. This stage was also in line with Yin’s (2014) approach where the building of logic 
models or other types of practical models may be built based on the outcomes of the cases. 
The model that was developed is presented and discussed in Chapter Five.  
p. Cross Case Synthesis 
Cross case synthesis was performed by looking at how the findings and suggested 
model interact with the research questions and the theoretical framework of FQOL. This 
synthesis appears in Chapter Five. Finally, suggestions aimed at the real world of service 
provision, planning, and policy development were put forward. The recommendations based 
on cross case synthesis are found in Chapter Six.  
3.6. Ethical considerations in the current study  
Ethical consideration in this study included confidentiality, consent, and questions of 
benefit to participants. Although the study was determined to be low risk by the University of 
Sydney Research Integrity’s Human Ethics committee, these considerations were taken into 
account and monitored by the committee. Records, transcripts, and recordings were stored 
securely using coded information. All identifying information such as names and places of 
residence or specific service providers were removed from the data. The participants were 
first contacted by a secondary person at an advocacy organisation or group and were 
instructed that there was no obligation to directly contact the researcher. This secondary 
person was not informed of who had chosen to contact the researcher.  During the first 
conversation with participants and again during the consent process, participants were 
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informed that they might withdraw at any time from the study and were informed that they 
would receive no direct benefit from participating in the study. This project was approved by 
the University of Sydney Office of Research Integrity’s Human Ethics committee. Ethics 
reference number: 2013/723 
3.7. Chapter summary  
This chapter presented the pragmatic conceptual framework and methodological 
approach selected for this study. The advantages and design framework of multiple case 
study methodology were presented in relation to the types of exploratory, explanatory 
research carried out in this study. The design of multiple case study involving the 
examination of the meaning, function, and process of six families’ social support and social 
connections was described. The measures and procedures were introduced.  Data analysis 
followed multiple case study guidelines and incorporated principles from grounded theory. 
Open and axial codes emerged from each separate case and are presented in Chapter Five 
along with the model suggested. Implications for the FQOL framework are also found in 
Chapter Five. Chapter Six contains recommendations based on the suggested model.  
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Chapter 4. Individual Case Study Reports 
4.1. Introduction  
In each of the six case studies, two visits were made to each participant’s home, with 
the second meeting with one of the participants taking place, at her request, at a café. These 
visits consisted of semi-structured interviews that were transcribed verbatim. At the first of 
these visits the participant also filled out the survey, the FQOLS-2006.  The second meeting 
included drawing, with paper and pen, a social network map (described in Chapter Three) in 
order to further explore the size and nature of the participant’s social network.  
The survey and the social network maps results were used in each case report to 
provide a context for the case, and to provide a holistic picture of the FQOL of the family 
from the main caregiver’s perspective, and to provide an overall view of the social 
connections experienced.  
Identifying information such as names, locations, and certain details have been 
changed to respect the confidentiality of the participants.  
 
FQOLS -2006 Results  
There are nine life areas measured on the FQOLS-2006 with six dimensions in each 
domain (importance, opportunity, initiative, attainment, satisfaction, and stability). In the six 
dimensions measured for each domain, attainment and satisfaction are often considered to be 
the outcome measures while the others are explanatory, shedding light on the outcome 
measures (Samuel, et. al., 2011). The measure of stability was left out of the bar charts that 
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are included in each case. Questions in the dimension of stability ask families to indicate 
whether or not they think change will occur in this life area. A high score in stability 
indicates that the person reported that this domain would greatly improve for the family. A 
score of three, while in the other dimensions indicates a neutral or less than positive score, 
here means that the family expects no change. Depending on the answers in the other 
dimensions, expecting no change could be either a positive or a negative finding. It was 
determined that having this dimension on the bar chart may prove confusing to readers. 
Responses to this question regarding the future of the family were answered by the main 
caregivers, but were incorporated into the interview transcripts rather than used as a measure 
in the dimensions of the domain.  The Likert scores for both of the outcome measures and the 
explanatory measures in each of the nine domains are presented as a bar chart within each 
case.  
According to Brown et. al (2006), reporting the FQOLS-2006 satisfaction scores in 
relation to the mid, or neutral level of the Likert scale is appropriate, since if the goal of 
FQOL assessment is to assist families in achieving a satisfactory quality of life, anything less 
than a positive answer on the domains of the FQOLS-2006 is a cause for concern. This logic 
was applied to all of the dimensions in this study with less than definitively positive answers 
suggested to be areas of concern. A score of three or below on the Likert scale meant that the 
person responded neutrally (eg. three indicating “neither satisfied nor dissatisfied”), less than 
positively (eg. three indicating the area was “somewhat attained”), or negatively (eg. two 
indicating: “dissatisfied” or one indicating “dissatisfied”). A neutral line at the level of three 
was indicated on the bar charts in each case study with a visibly darker line to allow the 
reader to easily see the scores that were positive or negative.  
 84 
Coding of transcripts  
As described in Chapter Three, open coding, and axial coding as well as triangulation 
of FQOLS-2006 results and social network map data were carried out for each participant. 
The axial codes related to the research questions, seeking to uncover the meaning of social 
support for the participant, the process of building, maintaining or losing social support, and 
the barriers and facilitators to obtaining social support.  The cross case analysis (Chapter 
Five) connected the six case studies in more abstract terms with categories reflecting the 
findings in relation to the meaning and use of social support. The findings were used to 
develop a practical model for understanding and assisting families in developing social 
support and connections and this model is found in Chapter Five. 
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4.2. Case One: Jeff’s family  
4.2.1. Jeff’s family demographics  
I visited Jeff twice at his home, each visit taking approximately 2.5 hours. 
Demographics of Jeff’s family are found in Table 4.1. Jeff reported that he was a father of a 
young woman in her mid-twenties with Down syndrome and health challenges, including 
gastro intestinal issues and blood pressure irregularity. She lived at home with Jeff.  Jeff 
related that his wife passed away five years prior and Jeff was now the sole caregiver of his 
daughter. He had two other daughters, one younger than the woman with intellectual 
disability, and one older. Neither of these daughters lived at home. One worked full time and 
lived about 45 minutes by bus from Jeff and the other lived overseas. Jeff no longer worked 
(since approximately 15 years prior to the time of the case study) due to his reported desire to 
assist his wife with raising his daughter with a disability and his own acquired physical 
disability. When employed, Jeff indicated that he had worked as a building foreman. At the 
time of the development of the case study, Jeff reported that a support worker came to his 
house a few times a week to assist in housekeeping and preparation of some meals for Jeff 
and his daughter.  
Table 4.1. Demographics of Jeff's family 
Main caregiver  
 
Father (Jeff), late 50’s acquired 
physical disability 
Other close family members  Mother, deceased (5 years prior to case 
study) 
Daughter, early 20’s, without disability 
did not live at home at time of case 
study  
Daughter, late 20’s, without disability 
did not live at home at time of case 
study 
Family member with intellectual and/or 
developmental disability  
Daughter (April), mid 20’s, Down 
syndrome and health challenges, 
Lived at home at time of case study 
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4.2.2. Jeff’s Family Quality of Life scores  
Figure 4.1 displays Jeff’s Likert scale scores in each dimension in each domain of the 
FQOLS-2006. Five represents the most positive possible score, while one represents the 
lowest possible score.  Where relevant, the scores are also included in the text in parentheses. 
(1=lowest possible rating; 2=somewhat negative rating; 3=neutral rating; 4=somewhat 
positive rating; 5=highest possible rating) 
Although seven life areas, or all, with the exception of Careers (3) and Leisure (3) 
were rated as important, opportunities were reported at the less positive level for all of the 
domains with the exception of Community Interaction (4). This was reflected in Jeff’s 
interviews as well. He suggested that he had few chances to enhance his own or his family’s 
quality of life, but in his local area he was able to walk around and connect with others, even 
if in a limited way. The only area that Jeff reported making more than “some” effort was in 
Family Relationships (4). Jeff reported in his interviews that there were close relationships 
among his daughters and between his daughters and himself.  None of the life areas measured 
on the survey was reported as positively attained by Jeff. A positive level of satisfaction was 
reached in Financial Well-Being (4) Family Relationships (4) and Community Interaction (4).  
Support from Others opportunity (1), initiative (1), and attainment (1) represented some the 
lowest scores on the survey, suggesting that Jeff was almost completely unable to attain 
support from other people. This information was further explored in the interviews and 
explanations emerged in the axial codes. 
With most scores not reaching positive levels, despite having positive ratings on 
Family Relationships, Financial Well-Being and Careers, a picture emerges of what appears 
to be an unsatisfactory quality of life for this family from the main caregiver’s perspective.  
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Figure 4.1.  Jeff's FQOL scores on the FQOL S (Likert scale scores 1: most negative 5: most 
positive) 
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4.2.3. Jeff’s social network map   
The social network map (Figure 4.2) was drawn, together with Jeff, to illustrate his 
social network. Questions were posed as to who was in his social network, who were his 
friends and to whom he felt connected. Jeff agreed that these were people he could call if he 
was in trouble, but did not see them on a regular basis, with the exception of the paid worker. 
Taken together with the low FQOLS-2006 ratings, it appeared that Jeff had very little social 
support and few connections. He did not name any friends whom he felt were a part of his 
social network. Further exploration of the meanings of these results was carried out through 
the semi-structured interviews.  
 
Figure 4.2. Jeff’s social network map 
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4.2.4. Jeff’s axial codes 
Seven axial codes emerged from Jeff’s interviews and each is now presented within a 
narrative where quotes are indented from the text. Where relevant “I” represents the 
interviewer and “J” represents Jeff’s response. Quotes that were from Jeff only are indented.  
Code One: social support was for emergency only and asking for help to be 
avoided 
When asked about support from other people, Jeff indicated, similar to his response 
on the survey and social network map, that he had very little support and was uncertain as to 
whether he had any at all. He expressed that he felt that he was moving through life, 
struggling alone.  
I: Do you think you have people around Jeff? Do you have 
social support?  
J: Probably I don’t know if I have a support network... You just 
keep trudging I guess. 
When asked further about his social support, he indicated that he did not like to call 
on those in an informal role for help. He answered that the support worker would be the one 
he would call. 
If I had to call on somebody it’s difficult because I have to put 
my feelings aside and experiences aside to include my brother 
and my sister. If I had to go to hospital I would ask the person 
across the road but you know she has young children so I 
wouldn’t want to ask her. And my brother and sister are 
geographically…it’s difficult. Beth [paid support worker]. She 
would be there.  
When asked about friends to talk to or spend time with, Jeff responded in a manner 
indicated that for him, social support was something that needed to be asked for or requested. 
Jeff mentioned that he resisted contacting people he knew due to a feeling that he may be 
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imposing. He also connected his role as main caregiver to difficulties in establishing and 
maintaining supportive connections. 
I: But do you think you have any friends at all Jeff? 
J: No. Nah. I’ve had a couple of friends- good friends from 
over the years. But to impose that’s the last thing I’d want to 
do. Let’s say I wanted to go out [with the friends] every three 
weeks and I said can you be available? But then when I decide 
to do that, April might get sick.  So I’ve found it’s better not to 
make the plans. There are people around but I’d rather keep 
them up my sleeve till I really need them.  
Jeff seemed to understand social support as being received from others or imposed 
upon them. He also expressed that his inability to form connections may have been linked to 
his role as a main caregiver. He did not seem to perceive social connections as being a 
possibility for him given his current responsibilities and did not seem to perceive his social 
connections as being reciprocal in nature with anything for him to provide to others.  
Code Two: on-going difficulty in trusting others was a barrier to making 
connections 
Jeff’s reported on-going disconnection from others was, at times, described in terms 
of a general lack of trust in the members of the community or a disconnection with 
community. According to his responses in the interviews, Jeff did not seem to believe that 
most people were willing to help or to engage with him or his daughter, and this was 
perceived as an on-going circumstance linked to disability. 
I’d say that were I in trouble maybe two, three people out of a 
bunch of people would come to help. And maybe it’s fear or 
whatever and that’s understandable too.  
He described his own community as being quite an affluent one that was difficult to 
engage with, due to stigma towards disability. He expressed little desire to reach out to the 
community. He framed this as his own choice. Members of the community were not 
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perceived as being interested in or able to relate to parents of children with intellectual 
disability.  
It’s a matter of everybody [in the community] just does their 
own thing and you don’t relate that well because nobody has a 
child with a disability and they all have their intelligent 
children at private schools it’s always been fastest cars fastest 
boats. If I really wanted to take them on I could but I’ve chosen 
to stay clear. 
He described this disconnection as having existed from the time of the birth of his 
daughter with Down syndrome. He told the story of the perceived exclusion of his daughter 
in his community several times and seemed to feel that the community was unwelcoming of 
April.  
This community-when April was born the paediatrician spent 
about three hours telling us that people in this type of high 
socio economic neighbourhoods don’t take these kids [children 
with Down syndrome] home. 
Jeff also mentioned that his daughters without disability experienced exclusion in the 
community and were targeted at school for having a sister with Down syndrome. In addition 
to appearing to feel disconnected from the community, Jeff also mentioned that he found it 
difficult to trust people and difficult to access social support for this reason. The extended 
family (his own and his wife’s), while listed in the network map as supportive connections, 
was not presented as reliable sources of social support, since he appeared to have had 
difficulty in trusting them with his daughter.  
Our family is one of those families well they offer to help but 
they have their lives as well and sometimes you just don’t 
know. Again it’s a matter of me taking that risk.  
Other acquaintances, as well, were referred to as being unable to understand disability 
or offer any type of support. It appeared that his concern was that others would be unable to 
support April were he to have his own social life. 
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My main concern is not being around when she [April] really 
needs it. There are a lot of people who mean well but don’t 
really understand the situation.  
In addition to expressing that he was unable to trust his extended family or other 
people with his daughter, Jeff pointed out difficulties in trusting disability related services. 
When asked if services had helped him to find support or make connections, Jeff mentioned 
that he had had a number of difficult experiences with service providers that had left him 
feeling he could not trust or confide in the services. Jeff indicated that he did not want the 
specific negative experiences he had encountered at disability programs to be recorded in his 
case study due to a concern that service delivery to his daughter might be affected. In 
addition to a lack of trust in services, he expressed what seemed to be a disenfranchised 
sentiment, reflected in his suspicion of the overall disability system.  
It’s been a process you keep on getting let down by the system 
you know. Just everything you know.  
I’m probably on the cynical-not quiet cynical but almost you 
can’t be sure that everything is going to be all right. 
 
Code Three: a cycle of ill mental and physical health was a barrier to 
connection 
Despite appearing to have little in the way of social support or connections, Jeff 
seemed to feel that not having social contact could be detrimental to both his mental health 
and physical health.  
I’m finding that more and more lately because I haven’t been 
mixing with many people. I’m pretty insular. I go down the 
shop and have a coffee or whatever but then you can get away 
with just grunting for answers and that’s fine because nobody 
expects anymore. But your way of thinking-if you don’t use it 
you lose it. 
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Jeff indicated in his interviews that the stress of his role as a caregiver and his own 
health concerns affected him to the degree that he felt exhausted and did not feel capable of 
engaging in, or seeking out, social connection.  
I’m just to that stage where I’m so tired, exhausted, lonely, 
exhausted. I might have been able to recharge my batteries 
maybe five years ago. Haven’t had a holiday in 25 years. I’d 
like to get out and do things. But I just it’s too draining and I 
haven’t got a car or anything.  
Jeff seemed to believe that his own health and physical disability was affected by the 
stress of taking his daughter out into the community or social settings and indicated that this 
was another reason that they might be unable to meet people to engage in social connections.  
And if we’re out [in the community]…I normally can get her 
into a chair but if I fall on top of her that’s also another thing. 
So coupled with that and my eyesight. When I get stressed I 
can’t see well. How do I manage that? Manage her? It’s a 
pretty tough spot. 
Jeff also mentioned several times that a reason he was unable to go out and socialise 
or participate in the community was his own inability to drive due to his disability and ill 
health. Although Jeff suggested that he and his daughter made efforts to walk and use public 
transport, these options were presented as unreliable.  
She can’t always take a bus or walk because there aren’t safe 
places to walk or cross the road in some places. We tried [to 
join some programs] but it’s too hard with transportation and 
such. 
 
Code Four: losing social support and connections was a process 
Jeff reported that his social support and connections had been lost bit-by-bit as the 
responsibilities and time restraints of having a child with a disability interfered with 
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socialising. He tended to frame this process as his family withdrawing from others rather than 
other people disconnecting from Jeff or his family.  
Well we didn’t have a network like the model network but we 
had family and friends. We found that after we had April we 
kind of drifted away from people because we couldn’t do the 
same thing and my wife took a lot of time trying to get my 
daughter up to the potential she had. 
Jeff spoke of the importance of his church and his faith to supporting his family, 
especially when his wife was ill. This connection, however, was also presented as having 
dropped off over the last few years.  
It was incredible we had two ministers in the Presbyterian 
Church and they ministered and supported my wife and the 
whole situation, in a lot of ways couldn't have gone any better. 
There is certain peacefulness. There is an expression of loving 
someone through death. 
Despite the importance of his faith personally, Jeff expressed that he no longer 
attended the church or remained in contact with the group. He linked this with his own lack 
of time, the grieving process following his wife’s death, and his responsibilities to care for 
April.  
My faith is very important but I don't go to church. Maybe it's 
that I'm still grieving or it's that the schedule doesn't work -it 
makes it too late to go across on Sunday after my daughter’s 
program [disability support service]. 
 
Code Five: the caring role was a barrier to connection  
Jeff indicated that many of his own choices of activities, his own ability to form 
connections, and his identity itself were linked to caring for April.  
So what I’ve got to do is incorporate what I’m doing with what 
April is doing. It’s that can’t relax cause I’m trying to…how do 
I put it? Trying to nurture April, trying to help her develop 
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trying to understand where she’s at every five or ten minutes 
cause she’ll flip out you know.  
Having his daughter as the focus of his life was suggested by Jeff as presenting 
difficulties for him both socially and psychologically. The role of main caregiver to his 
daughter seemed to be perceived by Jeff as being the central concern in his life, and a role 
that took much of his time and energy, especially given his status as a single parent.  
I’m trying to fill the role of both mother and father. It’s just 
difficult. There’s a void there that the only way it can be filled 
is with love. That can be very draining but love conquers all. 
When Jeff was asked directly how the number of connections and social support in 
his life might be improved, he again referred to his responsibilities to his daughter as being 
the main barrier. He expressed that he feared if was away from his daughter something might 
happen to cause her stress or negatively impact her health.  
To make it improve? [social connection] I’m always gonna 
have the worry of my daughter and the concern. All I can do is 
to try to make things good for her so that she has a good time. 
And I just find the intruding thought-that if something 
happened that would be the thing to break me. To not be there.  
 
Code Six: the availability of the community was a possible facilitator to 
building connection  
Although Jeff did not seem to perceive the community as a source of connection or 
support, there was a narrative of potential local support that ran throughout both meetings, 
suggesting that perhaps support might be there if he were able to access it. Community 
members, according to Jeff, seemed to know April, and Jeff seemed to feel grateful for the 
assistance they had shown her. He seemed to recognise that there might be avenues of 
building connections but appeared uncertain as to how to access them.  
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Yeah. Sometimes she’ll walk down so it’s only every so often 
she goes to respite. There’s been a few times where she’s 
gotten tired and sat down on the footpath. Fortunately one of 
the locals saw her there and brought her home and that worked 
out quite well. There’re things she’d like to do like horse riding 
and tennis that we heard about from [governmental 
organisation] but now I’ve got to follow the thing up. It’s 
following up.  
He expressed that he would like his daughter to be able to be a part of the community 
and seemed to view this as one of their goals as a family. He seemed to see potential for 
support in these connections although he seemed somewhat unsure as to how to activate such 
potential.  
I like to get her out in the community going to the coffee shop 
going to the post office because maybe in a few years I’d like 
to see her move to a group home around here. 
Jeff also seemed to recognise that his own hesitations about connecting to the 
community could have been linked to stress related to his daughter’s well-being, rather than 
resistance on the part of community members.  
Although people around here know her and they say oh I saw 
April or whatever so that’s good. I just have to learn to stress 
less.  
 
Code Seven: there was a desire to connect with others and take action in 
community  
Despite difficulties he seemed to perceive in connecting with others, Jeff expressed a 
desire to be more active in reducing stigma and connecting with the community. He appeared 
to have dreams of connecting with other parents and community organisations but, again, Jeff 
seemed quite uncertain as to how to proceed in this direction.  
Sometimes I think it would be wonderful to send people to the 
schools to just spread the word about things you know. I mean 
you’ve got some nice kids out there. I was thinking of floating 
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the idea at one school because I know the headmistress and 
saying you know… 
This reported interest in helping and connecting with other parents of children with an 
intellectual and/or developmental disability was there, but there appeared to be a hesitation 
on Jeff’s part as to how to do so effectively. He expressed that he felt unsure of himself when 
thinking of providing support to others and was nervous of saying or doing the wrong thing 
in such situations. He had a desire to help, but appeared to be inhibited by a lack of 
confidence.  
That feeling of isolation or hopelessness for the parents. Really 
sad. You have to be so careful not to cause others pain by 
giving advice too. It’s just difficult. Sometimes they don’t want 
the pity-they don’t want sorry and sometimes you can say you 
understand but sometimes not. I wish I could say how can I 
help you get through it?  But I find even trying to get those 
words out [is very difficult]. 
4.2.5. Case Summary  
Jeff’s social network appeared from the social network map and the interviews to be 
quite small and his FQOLS-2006 ratings were quite low in most areas. His social connections 
did not seem to be reciprocal in nature and he did not seem comfortable with a one-way 
receipt of support from others. He expressed feelings of disconnection to others and to his 
community and seemed unable to ask for help. This even extended to his church group that 
was presented by Jeff as having had once brought comfort and support to his life. His own 
disability and illness seemed to be linked to worries about his daughter and inability to build 
connections. His connections seemed to have been gradually lost since the birth of his 
daughter with an intellectual and/or developmental disability. His reported desire to connect 
with the community and other families was expressed, with the idea of Jeff giving help to 
other people and contributing to his community. It seemed, however, that without assistance 
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with transport and on-going support to form connections, concrete steps in this direction were 
not forthcoming.  
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4.3. Case Two: Karen’s Family  
4.3.1. Karen’s family demographics  
I visited Karen twice at her home, the first visit taking approximately 2.5 hours and 
the second visit taking 3 hours. Demographic information on Karen’s family is found in 
Table 4.2. Karen reported that she was the mother of Kevin, a young man in his early teens 
with Cerebral Palsy and health challenges. He used a wheel chair and communicated through 
an electronic communication board. His disability was indicated by Karen to be “quite 
severe”. He attended mainstream school with assistance from a support worker who had been 
working with the family for seven years. He lived at home with the family. Karen’s husband 
worked full time but was also a caregiver. Karen and her husband had three daughters, all 
older than the son with disability, with one living at home. According to Karen, none of her 
other children had disabilities. Karen had been a social worker before giving up her 
employment to care for Kevin. Karen did not have a disability. At the time of the case study, 
Karen reported that the support worker who assisted Kevin at school, and for a short time 
after school, also helped with household work in the family home. 
Table 4.2. Demographics of Karen’s family  
Main caregiver  
 
Mother (Karen), late 40’s, no disabilities 
Other close family members  Father, late 40’s, no disabilities, lived at 
home at time of case study 
Daughter, early 20’s, no disabilities, did not 
live at home at time of case study 
Daughter mid 20’s, no disabilities, did not 
live at home at time of case study  
Daughter early 20’s no disabilities, lived at 
home at time of case study  
Family member with intellectual and/or 
developmental disability  
Son (Kevin), 14 years old, Cerebral Palsy 
and complex health needs, lived at home at 
time of case study 
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4.3.2. Karen’s Family Quality of Life scores  
Figure 4.3 displays Karen’s Likert scale scores in each dimension in each domain of 
the FQOLS-2006. Five represents the most positive possible score, while one represents the 
lowest possible score.  Where relevant the scores are also included in the text in parentheses. 
(1=lowest possible rating; 2=somewhat negative rating; 3=neutral or less positive rating; 
4=somewhat positive rating; 5=highest possible rating). 
Karen responded that all of the life areas measured on the FQOLS-2006 were 
important to her family. There were few reported opportunities for Karen and her family to 
improve or focus upon these life areas. The only domains reported as having many or a great 
many opportunities were Community Interaction (4) and Health (4), further reflected in 
Karen’s suggestion that her neighbours actively sought out ways to support Karen and her 
family and that healthy living was a priority for most members of the family. Karen reported 
taking quite a bit or a great deal of initiative in most life areas with the exception of Values 
(3), Careers (3), and Leisure (3). She reported being an active person who took much time 
and effort in most areas of life, but at the time of the case study, she reported that her own 
values, career and leisure were not a priority.  Attainment was reported positively in all 
domains with the exception of Financial Well-Being (3), Values (3) or Careers (3). In 
Financial Well-Being this may have reflected difficulties funding Kevin’s equipment. Karen 
related that his wheelchairs cost tens of thousands of dollars and specialised chairs for use in 
sports, and to allow Kevin some standing time were even more expensive. The lack of 
reported satisfaction with services (3) seemed significant for Karen and at the time of the case 
study she was reportedly taking various steps to advocate for changes to the quality of the 
services including writing letters and contacting members of government. Karen’s lower 
rating on satisfaction with Family Relationships (3) may have connected to the impact of 
having a family member with a disability upon siblings. She mentioned that it was very 
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difficult for her daughters when Kevin was hospitalised or in ill health. It seemed that her 
daughters were close with their brother and Karen indicated that they worried about his 
health often.  Although there were some areas of challenge, FQOL for Karen’s family 
seemed to have reached acceptable levels in several areas.  
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Figure 4.3. Karen's FQOL scores on the FQOL S (Likert scale scores 1: most negative 5: 
most positive)  
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4.3.3. Karen’s social network map 
 Figure 4.4 was a social network map that was drawn, together with Karen, to 
illustrate her social network. Questions were posed as to who was in her social network, who 
her friends were, and to whom she felt connected.. Karen mentioned first her parents who 
were still strong supports despite their own health concerns; and her brothers whom Karen 
mentioned frequently throughout the interviews as being very active in supporting her family 
practically with fundraising for her son’s needs and equipment. The “circle of support girls”, 
six women specifically, were reported to be close friends of Karen’s, some from her school 
days, and some from other connections she had made. Karen reported that she had asked 
these women some years previously to be a part of her son’s circle of support and strong, 
reciprocal friendships seemed to have developed.  Karen mentioned two friends from school 
with whom she reportedly still stayed in touch. She mentioned that they had all supported one 
another through various life events. Karen mentioned two neighbours whom she said would 
assist her family “at the drop of a hat” should she have any type of crisis. Karen indicated that 
one neighbour helped with sewing, and sometimes made meals for Karen’s family. The 
support worker added to this circle was one whom Karen mentioned had been working daily 
with the family for seven years and assisted Kevin at school as well as for a few hours after 
school. Karen spoke of this worker at several points during the interviews as a close support 
for the family.  
Taken together with the FQOL ratings, it seemed that Karen had a strong degree of 
social support and connection. She seemed to have a diverse network of support that she had 
worked hard to create and maintain. Further exploration of the meanings of these results was 
carried out through the semi-structured interviews.  
 104 
 
 
Figure 4.4. Karen’s social network map 
 
4.3.4. Karen’s axial codes  
Five axial codes emerged from Karen’s interview. Quotes are indented from the text.  
Code One: accessing social support and making connections needed effort, 
organisation, and reaching out 
Much of Karen’s social support and connections in the field of disability seemed to 
have begun in a group that was organised in a formal way.  She mentioned the importance of 
a mothers’ coffee group that had been set up by a disability service provider. Karen 
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mentioned that she had joined this group before her son was in school and emphasised its 
importance for sharing information and building enduring connections with others. At the 
time of the case study, according to Karen, the group no longer met formally, but members of 
the group who had formed friendships continued to meet to go away for weekends or spend 
time together.  
I’d say the mother group is the pathway to a network. And I 
was determined that I wasn’t going to go down this disability 
path from very early on. But it’s not about that. It’s that those 
people understand.  
Reaching out to connect with others seemed to have taken courage on Karen’s part. 
Prior to joining the group she reported that she had been having difficulties with the 
emotional aspect of having a child with disability and found even going for a coffee quite 
challenging. Getting over this difficulty was suggested to be a stepping-stone to improving 
her life and increasing her connections.  
There’s a bit of beach and I would walk along you know at first 
I felt so guilty like I’ve had this baby with disabilities and I’ve 
caused it and could hardly lift my head… and the more I 
walked every week... In the end I had the guts to go for the 
coffee. And then I started to feel better. 
Karen reported that she had created a formalised circle of support for Kevin a few 
years prior to the case study. With the assistance of an advocacy group, the circle was set up 
and met regularly to discuss goals, budgeting, and ways to assist her son to live an inclusive 
life. The advocacy group seemed to have assisted Karen in creating connections; in deciding 
whom to ask for support, and how to ask. Karen indicated that she chose friends and family 
to join the group and at the time of the case study about nine members were regularly 
attending.  Although set up to support her son, Karen suggested that the group had become a 
support for the whole family. The support seemed to extend to practical assistance as well as 
emotional support and advice.  
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[The circle of support meets] Pretty much every six weeks-we 
are pretty good about it. They’ve sort of come over and washed 
down the house and tidied it up inside.  
It seemed that the circle of support members tried to take on some of responsibilities 
in Karen’s life, giving her a chance to pursue some interests outside of caring for Kevin. 
There seemed to be an element of trust and confidence in these connections that had assisted 
Karen greatly in being able to separate herself occasionally from her caregiving role. 
Those friends are part of the circle of support that we’ve set up. 
They say that I’m doing all the things and they should do more 
but one helped me…and one came up on the boys weekend 
[camping trip] and helped with all the gear. The circles are 
valuable…And I have had a break by myself and I just take my 
writing and I haven’t done that enough. 
Although Karen indicated that the process of creating this group had been guided by 
an advocacy organisation, it seemed to have required much effort on Karen’s part. The 
process was reported as a lengthy one that required a lot of organisation. Karen suggested 
that this difficulty was linked to asking people to come into her family to share the intimate 
details of everyday life. 
It takes energy and it takes effort to bring people into your 
family. Maybe in other cultures it might be different you know 
but we are so separate here. 
In addition to the effort of asking people to join the circle of support and organising 
the circle, Karen suggested that learning to hear other people’s opinions was also a learning 
process that took courage.  
The social circle is about my son but it’s about the whole 
family like getting input on budgeting. I was talking to a mum 
the other day if you can just talk things over it’s very important. 
It’s important to have the courage to hear the opinions of 
others. 
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The circle of support seemed to have had an outcome for Karen of enhancing 
friendships that existed prior to the creation of the circle. The circle seemed to give a 
structure to people’s desire to connect and assist Karen and her family, with what seemed to 
be positive impacts for all involved.  
They’ve always be very sweet girls but since they’ve come on 
the circle of support they’ve really embraced Kevin. Had him 
and his mates over for a couple of swimming parties and 
another one had the boys up to [a town north of Sydney]-piled 
everything in a car.   
Karen suggested that at times she had specifically requested support from people 
outside of the circle of support, especially from her extended family. This also appeared to 
have taken great effort and Karen described going about this in an organised fashion, by 
writing a formal letter to her brothers asking for not only practical assistance, but also 
increased emotional support to the family. This request for support seemed to have paid off 
for Karen, since she noted that her brothers helped extensively with raising money for extra 
equipment for Kevin.  
Well you can’t ask people to do things they aren’t comfortable 
with. But I have asked my brothers and said look we are really 
sinking here could we get together and just look at how we are 
doing things and think about how we could do things better. 
With an underlying message to say, you know, get to know us. 
Karen mentioned at several points that it took effort and dedication to build the 
connections she needed. She stressed that reaching out to others was something she felt was 
essential for parents of children with disability. This process of reaching out seemed to have 
carried with it an acceptance of the child’s disability on Karen’s part. Karen seemed to feel 
this was a necessary step to building connections with others.  
I think that it has to do with reaching out to. Accepting it [the 
disability]. And how you reach out.  
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Karen mentioned that she made efforts to continue to reach out to friends, using 
technology to do so. It seemed to be a priority to her to ensure that enough time was spent 
fostering those connections.  
Because I do need people and I have some girlfriends and it’s 
funny I do a lot of texting at the moment but I think, you know, 
when stuffs gone wrong the texting has helped me keep in 
contact with people and you get together for a coffee keep in 
touch you know. 
Karen suggested that she needed support from others in order to have the energy 
required to seek out the other supports her family needed.  
Like Kevin has been able to play soccer-I just had to ask. 
Everything is geared to the able bodied child and he should be 
able to participate too. But when they are adolescents they 
aren’t as cute they aren’t as attractive so you have to work. And 
I only have this energy because I have help.  
This required energy was a part of being a main caregiver according to Karen. She 
suggested that in order to advocate for her son she needed a community of support 
surrounding her. The support seemed to be seen as necessary by Karen in order for her to 
support her son and to assist her in maintaining a positive self-image.  
The energy required to be a carer-Just the energy it takes to be 
able to make any changes. You need support. You need 
satellite support in the community you need to be made to feel 
that you are not inadequate.  
 
Karen seemed to recognise that connections and support from others was necessary, 
not just to her own family but to all families. She appeared to connect this support with living 
an inclusive life.  
Our values as a family are for him to have an inclusive life and 
for him to flourish... Families need people to help us along the 
way and help all of us along the way. 
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Code Two: support and connections were empowering and gave access to 
information and resources 
Karen identified that accessing social support was very important and a high priority 
for her family and for herself. She seemed to feel that supportive connections were 
empowering, something connected to the ability to take action and access a life of quality. 
She referred several times to her friends or contacts being brave or fearless in their support of 
her and her family.  
Well I think social networks are empowering and they give you 
a network of support and your friends are fearless in that they 
are willing to support you in doing things and continuing your 
life. 
Informal connections seemed to have provided an important source of information for 
Karen. She suggested that it was through informal channels that she learned the most 
valuable information about resources in her community.  
Because [disability] agencies are under such pressure and it 
changes all the time you have to get your information through 
the people you know-through the informal channels. I have two 
girlfriends who have emailed me…One telling me about a 
swimming program and another about some funding I could 
apply for… you are finding info in informal ways and with 
social groups with others.  
Karen’s connections through the previously mentioned mothers’ coffee group seemed 
to be important not just for the friendships she made, but also for the information they had 
shared with one another. This relationship of sharing and connection appeared to be 
interdependent and reciprocal.  
They’ve all got different disabilities [the children of the 
mothers] and you meet and you chat and then you find out 
things that are helpful.  
 110 
In addition to information about resources and services, Karen also expressed that she 
was able to access certain resources due to her connections. An example of this was her 
reported expedited access to specialised equipment due to her brother’s fundraising efforts. 
She did not seem comfortable with this, but communicated that she felt that her son needed 
the equipment and was comforted by the idea that her daughters had also assisted a great deal 
with fundraising. 
But because of my brother-well someone said to me how does 
it feel to be at the top of the list and it doesn’t sit well but me 
and my daughters we all do fundraising for others every year 
and you know…I mean it didn’t sit right to get it before anyone 
else but we did fund raise. 
Karen mentioned that the exceptional knowledge and resources she had access to 
were essential to her family’s success. This seemed to have begun with her parents who were 
both health care professionals and had supported her through the years.  
My mother is a physiotherapist and my father is a doctor and 
they helped greatly, otherwise we wouldn’t have been able to 
do it. 
She mentioned that she often thought of families who might not be as well connected 
to sources of information and resources as her own, and seemed to worry about how they 
might survive navigating the complex disability service system.  
Well … I think it would be very difficult, quite isolating… (if 
you didn’t have support) it is like a maze.  
Karen spoke of several incidents in which someone in a formal service or community 
role acted as a champion for Karen’s family, allowing her to access resources or information. 
These people seemed to have helped Karen in various ways such as navigating the education 
system.  
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And I wanted to tell you that I was onto a wonderful contact at 
the Board of Education last year … and there was a wonderful 
woman with Cerebal Palsy who helped me and a person from 
the [disability organisation] and -they said look as long as he’s 
managing ok he doesn’t need to be in life skills level.  
The support that seemed to be received from specific contact people was represented 
as being very important to Karen who seemed to view these people as allies, even though 
they may not have been social supports in the traditional sense. Karen also seemed to have 
found an ally in the head mistress of Kevin’s school who was reported by Karen as believing 
in inclusion and had assisted Karen in spreading the message to others in the community.  
Like that swimming at the school [Her son was encouraged to 
join his friends in the pool and the school supported him to do 
so]. The head mistress had written in the school newsletter that 
we have to be fearless at the school and not just do the same 
old tried and true methods-dare to you know, go outside and try 
something new. It’s great.  
The support worker, Melissa, was an example of a formal supporter who was seen as 
a strong support. This woman, whom Karen mentioned had worked for the family for seven 
years, had been included in Karen’s social network map. She was described as being an 
important part of the family’s support system even though she was a paid support worker.  
I used to have a few people from agencies and they were used 
to working in these huge mansions but there was one girl who 
came from around here and that was Melissa. And that was 
seven years ago. And she’s wonderful. 
 
Code Three: meaningful connections were reciprocal  
Karen spoke of the reciprocal nature of her closest connections. There seemed to have 
been an understanding that even in an organised group such as the circle of support, there was 
a need on Karen’s part to ensure that she was contributing something. She seemed to believe 
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this was a fundamental part of her friendships and it seemed to have made her close 
connections more meaningful to her. 
I’m conscious that you try and give back too. You know you 
can’t just take take take. But every time I ask them [circle of 
support members]…You just do what you can when you can. 
Sometimes we’ve gone to a wine bar and yakked about 
anything. It’s not always about Karen, It’s about any of them. 
Karen also mentioned that when her son was first diagnosed, her friends had taken her 
out and assured her of their ongoing support. She mentioned how important those 
connections had been, and since that time, she suggested that all of the friends had relied on 
each other in various ways, rather than simply getting together to support Karen. This 
interdependent friendship group seemed to be very meaningful to Karen, and was presented 
as being important to the other members as well.  
My girlfriends held lunch for me very early on and said come 
on let’s all get together and I think that was the beginning of 
the strong friendships that just kept going. And since then 
there’s a marriage gone and another one of us has MS-different 
things come up and we are all there for one another so it’s not 
really…it is…we all need it. 
Code Four: community was both a facilitator and a barrier to building 
connections 
Karen’s family and Karen herself also seemed to have obtained social support and 
built connections through the community, especially neighbours. This seemed to have been 
especially important to Karen when her son was young, providing a source of security and 
support, both emotional and practical.  
A couple of the neighbours, I call them feelers, like when he 
was diagnosed they turned up at the door. One puts meals in the 
fridge… I think that sense of community.  
The support from Karen’s neighbours appeared to have been important enough for her 
to include two of them in her social network map as people she was close with whom she 
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could rely upon in times of need. These connections seemed to have been initiated by her 
neighbours and Karen related the process of obtaining social support as one in which her 
neighbours made an effort to assist her and her family.  
The neighbours heard from a friend that our son had been born 
with Cerebral Palsy and the next day she came and knocked on 
the door and she said-I’d like to take him for walks and get to 
know him and do anything I can. 
In addition to connections with neighbours that seemed to be a source of support for 
Karen, she seemed to feel quite comfortable with the larger community. Having Kevin be a 
part of the community was indicated as being a priority for Karen.  
But a lot of the shop-keepers know us and we go out to dinner. 
At one point before he was diagnosed he was enrolled in a 
private school but we want our son to be a part of his local 
community. That’s the journey we want for him and that’s why 
our community has been great to us. 
Karen expressed a general feeling that people in the community could be trusted and 
that most people wanted to help and connect with others. She mentioned that her mother had 
impressed upon her when her son was diagnosed that people would be generally supportive 
and helpful if given the chance. 
But as a baby I mean you’re looking at this little baby and I 
said to mum-how am I going to face this? And she said once 
everybody knows you’ll find they’ll be supportive… and 
people open up and you realise that you’re not the only one 
dealing with things 
Karen also seemed to give back to the community in various ways. Karen mentioned 
that her family bought a holiday house on the coast that they lent out to families with people 
with disabilities. She also reported that she gave wheel chairs, no longer needed by her son, 
to families in need.  Karen and her family seemed to be active in the community and 
belonged to various civic groups.  
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You do feel that you’re part of the neighbourhood in our little 
nick here and we used to be part of the soccer club and things 
that they had at [local community club]. Boy did we feel a part 
of it then. And at the Lion’s club. My husband is a member of 
the Lion’s club and he fundraised for the walker for [Kevin’s] 
soccer. I used to speak at a few things then. And we are part of 
the school community.  
In contrast to the positive aspects of her community, Karen also seemed to face 
discrimination, stigma and barriers to access. Karen mentioned that she had stopped working 
in order to support Kevin, and suggested that finances were a source of stress for her. The 
need for Karen to stop working seemed to be linked to a lack of access to mainstream 
services in her community. She was unable to use mainstream after school care for Kevin and 
this had been a barrier to her career. 
Things like I mean I’ve maxed out on my [retirement savings] 
I’ve had to stop working. I could never have put him in after 
school care they would have said they couldn’t take him. There 
is discrimination in lots of ways. They wouldn’t have wheel 
chair access… and accessing the inclusive life is so expensive. 
In addition to these apparent barriers to mainstream inclusion, Karen also seemed to 
perceive some stigma existing in the community.  
It really is a grieving process and I still have issues sometimes 
going with my son up to the shops and doing things because 
you know I’m much better with someone with me-because it’s 
[his disability] so in your face.  
Karen reported that she found facing stigma more difficult than her daughters seemed 
to, but seemed to maintain a belief that people in general acted in stigmatising ways not out 
of malice, but due to a lack of understanding.  
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Code Five: a difficulty trusting services was a possible barrier to building 
connections 
Using respite services and possibly freeing up further time for Karen and her family 
to connect in the community seemed to present difficulties due to what seemed to be a lack of 
trust in the service system. Karen reported that she had had several poor experiences with the 
local respite provider and had filed complaints about the provider in various forums. She 
appeared to link this poor service to under staffing, low wages for support staff, and a high 
staff turnover rate.  
I went to a few feedback sessions with [organisation] because 
the respite is terrible. There was a little 14 year old there with 
her period who didn’t get a shower from Thursday to Sunday 
night and we can’t leave him like that. I must have trained three 
or four hundred carers over the past few years but they are just 
leaving because they get paid a pittance. 
She also mentioned a more general distrust in the disability service system, foreseeing 
further cuts to funding in the future, and uncertainty about the National Disability Insurance 
Scheme, an individualised funding structure about to be rolled out at the time of the case 
study. She seemed quiet uncertain of the future under this new scheme. Karen was concerned 
with the cutting of funding for advocacy groups. Karen indicated that she had relied upon 
advocacy groups for setting up her son’s circle of support. 
But they’re cutting everything… they are cutting home 
care…and the government looks like it’s cutting a lot of things 
and if they cut advocacy groups which are you know 
independent people that advise us as we go….well they say that 
can be cut. So I remain to be convinced of NDIS.  
4.3.5. Case Summary 
Karen’s FQOLS-2006 ratings presented some areas of challenge but Karen’s network 
appeared to be rich and varied and seemed to contain organised, structured supports as well 
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as unstructured connections. Even in the case of the circle of support for her son, most of the 
connections mentioned by Karen appeared to be reciprocal. It seemed to be very important to 
Karen to have meaningful connections and social support and she seemed to work hard to 
maintain the connections. Karen seemed to use connections for emotional support, 
connection to community, information and accessing resources. Karen emphasised that 
building connections had been a difficult process, and she had needed support in order to 
reach out and make the connections she needed. Some barriers to building connections 
seemed to exist such as difficulties trusting the service system and some difficulties accessing 
mainstream services in the community. Karen also reported some significant concerns about 
the future. Social support and building and maintaining connections seemed to be very 
important to Karen’s families overall FQOL, which seemed to be generally functioning well.  
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4.4. Case Three: Amelia’s Family  
4.4.1. Amelia’s family demographics  
I met with Amelia twice. The first meeting was at her home for approximately 3.5 
hours. The second meeting took place in the community at a café, since her home was 
undergoing renovations. This meeting took approximately 2.5 hours.  
Demographic information regarding Amelia is presented in Table 4.3. Amelia 
reported that she was the foster mother of Mike, a young man with Autism. She related that 
she had been his foster mother since he was a small child and identified herself as his mother. 
He was able to communicate in a limited way, and according to Amelia, Mike expressed 
many challenging behaviours. Amelia mentioned that he had attended mainstream school in a 
segregated classroom but was now at home during the day. She was the foster mother of 
Mike’s sister Sarah as well. Sarah was reported to be in her early twenties and was living 
away from home and was engaged to be married. Sarah apparently had mental health 
challenges, but according to Amelia, at the time of the case study, she was managing these 
well and had found stability and success. Amelia indicated that she had given up her job as an 
ESL teacher to support Mike at home. Amelia related that she had emigrated from South 
Africa to Australia over 30 years ago and her parents had accompanied her. Her husband, 
Australian born, worked full time but was also a caregiver. Neither Amelia nor her husband 
had disabilities. At the time of the case study, support workers visited the home several days 
a week to assist Mike. Amelia reported having developed a set curriculum of activities for her 
son to improve his social skills and independence. She indicated that she had attended various 
courses on increasing independence and communication for people with Autism. 
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Table 4.3. Demographics of Amelia’s Family 
Main caregiver  
 
Mother (Amelia), early 60’s, no disabilities  
 
Other close family members  Father, early 60’s, no disabilities, lived at home 
at time of case study 
Daughter, early 20’s, mental health challenges, 
did not live at home at time of case study  
Family member with intellectual 
and/or developmental disability  
Son, 20 years old, Autism, lived at home at time 
of case study 
4.4.2. Amelia’s Family Quality of Life scores 
 Figure 4.5 displays Amelia’s Likert scale scores in each dimension in each domain of 
the FQOLS 2006. Five represents the most positive possible score, while one represents the 
lowest possible score.  Where relevant the scores are also included in the text in parentheses 
(1=lowest possible rating; 2=somewhat negative rating; 3=neutral or less positive rating; 
4=somewhat positive rating; 5=highest possible rating).  
Amelia rated all life areas as important, but despite this importance seemed unable to 
find many opportunities to improve life areas, with the exception of Support from Services 
(4) and Community Interaction (4). She reported taking positive initiative in Support from 
Services (4) and Support from Others (4) and seemed to have worked hard, through careful 
budgeting, to maintain the Financial-Wellbeing (4) of the family. She mentioned that 
finances were not easy, but that the family did not need much in terms of material things. The 
meanings of the positive ratings in the support domains were not as clear. Information from 
Amelia’s meetings seemed to suggest on several occasions that the ratings on the FQOLS-
2006 seemed quite high considering her stated challenges, especially in levels of attainment 
in Support from Others (4) and Support from Services (4).  This might have been related to 
Amelia’s seemingly overall positive attitude and her reported positive feelings about 
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Australia in general. She was a woman of colour who had emigrated some years ago from 
South Africa. She spoke of comparing her own rights and empowerment in Australia 
favourably to conditions in her country of birth.  
I come from South Africa where I didn’t have a place I didn’t 
even have a vote but here you can get into those things 
(disability services) and change something. 
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Figure 4.5. Amelia’s FQOL scores on the FQOL S (Likert scale scores 1: most negative 5: 
most positive) 
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4.4.3. Amelia’s social network map 
            Figure 4.6 presents a social network map that was drawn, together with Amelia, to 
illustrate her social network. Questions were posed as to who was in her social network, who 
her friends were, and to whom she felt connected. Amelia mentioned people who were paid 
support workers and one connection she had through the foster care system. This finding was 
further explored in the interviews.  
She did not appear to have friends that she saw or spoke to regularly, although she 
indicated that she would like to, and related that her social life had been more active before 
beginning to care for her son. She seemed to have quite a few invitations from people to 
spend time together, but felt unable to do so due to time restraints connected to caring for her 
son.  
Taken together with the FQOLS-2006 ratings, it seemed that Amelia did not have 
very much in the way of reliable, informal social support.  
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Figure 4.6. Amelia’s social network map 
 
4.4.4. Amelia’s axial codes 
Six axial codes emerged from Amelia’s interviews and are illustrated below. Quotes were 
indented from the text. Where relevant, the interviewer’s words were indicated with an “I” 
and Amelia’s with an “A”.  
Code One: social support and connections were important but had been lost 
Amelia identified social support as being elusive and having dropped off since she 
had begun caring for her son. She identified that she did not have many friends of her own 
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whom she saw regularly and expressed a wish to have more of an opportunity to connect with 
others.  
Dropped by the wayside-my friends. Sometimes you think my 
God you’ve got no friends and it’s terrible. I do have friends. 
Very small now. One from Canada I do call her and one who 
helps me and she needs money too and she’s a friend and she 
comes and helps me clean. And it’s down to that. That’s it. 
She emphasised the importance of friends to her own life and identified a desire not to 
connect and also support other people as she had in the past.  
I would love to go shopping with lovely girlfriends. I would 
love to have my old friend and say let’s go to the city, let’s go 
watch a movie. It’s lovely to have a girly night and just go to 
the movies and go somewhere. But I must get back to her [the 
friend mentioned as one she had helped financially]. I helped 
her a lot. But we are lovely friends. But yes I must call her.  
This loss of support and connections seemed to be linked to Amelia being unable to 
leave her son with a carer or respite. Her ageing parents did not seem to be able to care for 
him and she indicated that she preferred to be present when Kevin was with support workers.  
I can’t leave him-he doesn’t want to go to my mum’s place and 
he’s 20 years old he has the right. But I can’t go out anywhere. 
Or I have to leave him alone.  
She also reflected upon her desire to connect with people through active pursuits and 
leisure activities but again, this seemed to be elusive due to perceived time restraints.  She 
mentioned that she had been invited to participate in walking or exercising by some women 
she had met, but did not seem to have found time to do so.   
I want to go exercising and hiking with friends and I’d like to 
go to Zumba. It’s difficult… I have no private time, no time to 
have friends over.  
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Code Two: social support and connections were linked to formal support 
Amelia tended to identify people in her own social circle as those that were paid to 
support her son or family. This did not appear to be a misunderstanding of the concept of 
informal connection or social support since she was prompted in several ways to think of 
friends or people outside of paid services. It seemed to be a genuine link of formal support 
workers to informal connections. She often spoke of these formal connections as being the 
key to planning for her son’s future.  
I’ve got two people they will take him [when he’s older]. Mary 
[a support worker]. I’ve already spoken to her and I said I’m 
sure you would stay with us [at home]. And my girlfriend 
[support worker] she’s just finished her PhD in psych and 
Jennifer [support worker] that’s at home with him now. She’s 
an overseas student she was a teacher in her own country. She 
came here as a student and she can’t stay. So I could hire her 
and her and her husband could stay and the house is big. Some 
people have said to me downsize the house but no that’s the 
selling point. They can have their part and my son can have his 
part-it’s a huge house. I’d like him to be a part of a family [in 
the future] with kisses and hugs every day.  
This situation of linking formal and informal support did not seem to always be a 
positive one for Amelia since she related two separate occasions in which she had shared 
private information with paid supporters only to have this information shared with a larger 
organisation against her will. She mentioned that her mother had warned her not to become 
too open with paid workers. She had apparently not heeded her mother’s advice and said that 
she had found herself sharing what she later considered to have been too much information. 
The specific information that had been shared with these workers is not reported here. 
It’s terrible because I used to talk to the people coming in [in a 
formal capacity] and I got in trouble talking to a girl you know.  
The people coming in they are kind and regular people and my 
mum said be careful what you talk about and this girl…I was 
just nagging with her but it went back to the [governmental 
organisation]. They just interfere. When you have people in 
your life and my life is an open book and I’m open and no 
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skeletons in the closet. But I’m too open. And you should have 
your own supports…I’ve opened my mouth too much in the 
past. Let too many people in and I end up very lonely. 
 
Code Three: lack of trust in the system was a barrier to building connections  
Amelia seemed to ascribe her lack of voluntary connections and social support with 
her lack of free time due to her responsibilities to her son. Amelia’s apparent inability to free 
up time for leisure or building connections with others seemed linked to her reluctance to use 
respite services. She seemed to be quite cautious to leave Mike in the care of a disability 
organisation. There seemed to be a belief on her part that if she used respite, a group home 
would be pushed upon her son. She did not seem to believe that a group home could provide 
the loving environment provided to Mike at home.  
They [governmental organisation] keep pushing me to take 
respite but I don’t want respite from my child. He’s learning 
now. And why would I put him in a group home? There’s no 
love. Different staff every day. And keeping these kids 
separate. That’s all group homes do.  
 
This appeared to be an especially pressing concern of hers due to her status as 
Mike’s foster mother. She often expressed that her right to care for her son was under 
threat, leaving her uncertain and unable to trust services.  
I fear that they [governmental organisation] want him in a 
group home and they haven’t given up. It’s really horrible. We 
haven’t got guardianship of him yet. Very dangerous. We can’t 
apply for it yet… I’ll never let them take him.  I fear that if the 
support worker is pushing this because the governmental 
organisation wants to wash their hands of it. They don’t care.  
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Code Four:  mainstream inclusion was difficult to attain  
Amelia expressed a strong desire for her son to participate in mainstream 
community activities rather than only disability-based programs. She seemed to feel 
that these mainstream activities were often not inclusive of those with a disability, 
however, especially a person like Mike who sometimes expressed challenging 
behaviours.   
He was in a special class in a mainstream school but most of 
the time he was cut off. But I wanted him to be known…the 
local council has something for the local teenagers to go to on a 
Thursday night and I want him to go there but they won’t take 
him [because of his behaviour]. I don’t want to take him to 
something for kids only with behaviour problems. To have 
them corralled. He can go 10 pin bowling for life. For life. She 
[the person running the program] said she’s already paid for 
insurance or whatever. But I see it as excuses. 
She expressed a desire for him to be connected to the community but seemed to see 
this as something that was not supported by services or supports she had used thus far. 
I’m looking for something to let him go to [local towns] and 
they can be back in two hours. There is a really fast bus. They 
could go have a drink. That’s all I want is for him to know [the 
area]. But they [service provider] don’t give him permission 
because of risk management. I didn’t push it.  
 
Although there appeared to be barriers to Amelia attaining support through the 
mainstream for Mike, she expressed having dreams that he would be supported someday to 
live in the family home with informal social supports. She seemed to look to the future in an 
optimistic way and expressed that she was confident that she would find people to stay with 
him in her home.  
I’ve been setting up my son taking out life insurance for him so 
that he has money in the future. So that he has things to do 
during the day. Things on the weekend. People to help him at 
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night-people staying for free in his house in lieu of a bit of 
support. He’ll have a beautiful life. We’ll have it all set up very 
soon. 
 
Code Five: lack of time for self, relationships, and health were barriers to 
building connections 
Amelia reported having very little time to care for herself and expressed that her own 
health had fallen off due to her caring responsibilities. This included her exercise, diet, and 
time to care for her social life and family relationships. She reported that this had left her 
feeling lonely.  
I: You talked about going to the psychologist and the 
psychiatrist for your son but do they talk to you about your 
social life? Your own leisure activities? Or mostly your son?  
A: She [psychologist] said yes that I have to start taking care of 
myself... Things I haven’t got-you need friends, exercise, you 
don’t need money. They (healthy people) walk everyday-they 
don’t go to a gym. It’s not absolutely a diet-just cut down on 
the meat… Salads and veggies. And people that have religion 
which I don’t have but people who are doing something for 
others and people who are close with their family. This family 
has been dysfunctional all our lives and it’s terrible because my 
husband was out working two or three jobs and I eat by myself, 
my son eats by himself. It’s how it’s been all the time. Because 
it’s survival. All families like ours. That’s dysfunctional-it’s 
not a proper family-you’re lonely. 
 
Amelia and her husband experienced, according to Amelia, a great deal of stress 
connected to caring which had taken a toll on their relationship. Amelia linked this stress to 
her husband’s need to work long hours and his visits to the local pub. Although Amelia 
expressed some resistance to her husband visiting a pub, she seemed to be happy that her son 
spent time with his father and visited the pub with him occasionally. She related that a 
possible social connection for her son might come from that source.  
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He cooks with his father or goes to the pub and he might get a 
friend out of that because my husband’s friend at the pub has a 
daughter. She’s okay intellectually but physically she’s very 
tired. But they are going to meet at a dance in a few weeks’ 
time. Just to have friends will be good. 
Relationships in the family were not always expressed as a source of strain. Amelia 
also related that circumstances with her daughter had been challenging but had become easier 
over time. She expressed great pride in her daughter’s accomplishments that had been 
possible even though her family was not “normal”.  
We’ve never even had normal. You don’t get normal with a kid 
like this. Girls are different-my daughter with all of her 
problems-girls help other girls. Look where she is today.  When 
she got her first place-she has OCD-she wouldn’t even let us in 
the house-that’s how bad her OCD was. She’s got her head 
screwed on now-all our values she’s doing really well. She’s 
working for her partner and it’s a great job. She’s a manager. 
She’s buying a house.  
Code Six: community was a facilitator to building connections 
Amelia reported, as mentioned earlier, having trouble accessing the mainstream 
community with her son, but indicated that the physical community was safe and a pleasant 
place to live.  
It’s a really quiet suburb. We leave the door open. He can walk 
down [to the shops]. There’s the doctor and everything there 
and the lovely shops.  
She also reported feeling that people watched out for her son and expressed a desire 
for him to work at the local library.  
But they are very careful they have people on the street 
everywhere watching out and everyone is driving nice and 
slowly so it’s good. And he can walk to the library he loves the 
library. I’d love to get him working in the library. 
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Amelia also mentioned that she felt that her neighbours were kind and trustworthy.  
Although she didn’t seem to socialise with them on a regular basis, she mentioned that there 
was an offer of practical help for her family from her neighbour. 
We have wonderful people next door. His house is 
unbelievable. He has a huge TV outside. All summer they are 
out there with their friends until 1 or 2 in the morning. 
Gorgeous. And he offered to do my yard too they have a cost 
price. This guy was in the building trade. He offered to do it. 
So lovely. 
 
4.4.5. Case summary 
Amelia’s FQOlS-2006 scores were quite low in some areas, and seemed surprisingly 
high in others given the challenges she expressed in her interviews in accessing support from 
others and support from services. Amelia’s social network seemed to be mainly made up of 
paid support workers. These types of connections did not always appear to have worked out 
well for her in the past, and the reliance upon people paid to support the family seemed quite 
high. She seemed to have little time to foster the growth of connections for herself and 
appeared to spend most of her time and energy caring for her son and planning for her son’s 
future. She seemed to have lost social connections over time. Amelia seemed to have had 
difficulties with disability services and faced barriers in finding inclusive ways for her son to 
participate in the community. She expressed that she was lonely and had little time to care for 
her health and that she and her husband were under considerable stress. Despite these 
challenges she seemed to have remained optimistic and expressed that she saw a bright future 
for son provided that she could find a way for him to live a supported life in his own home. 
She expressed several times that she would like to connect with others and have time to 
pursue activities with friends.  
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4.5. Case Four: Jessica’s Family  
4.5.1. Jessica’s family’s demographics  
I met with Jessica twice at her home. The first meeting was approximately 2.5 hours. 
The second meeting was approximately 2 hours.  
Demographic information on Jessica’s family is reported in Table 4.4. Jessica 
reported that she was a mother with three children, two boys without disabilities and one 
daughter, Kate, with Down syndrome. Kate was eight years old at the time of the case study. 
Jessica reported that she worked part time as a teacher at the local school and that her 
husband worked full time as the same school as an Assistant Principal. Jessica had emigrated 
from Canada before having her children.  
Table 4.4. Demographics of Jessica’s Family 
Main caregiver  
 
Mother (Jessica), early 40’s, no disabilities  
Other close family members  Father, early 40’s, no disabilities, lived at home at 
time of case study  
Son, ten years old, no disabilities, lived at home at 
time of case study 
Son, twelve years old, no disabilities, lived at home 
at time of case study 
Family member with intellectual 
disability 
Daughter (Kate), eight years old, Down syndrome, 
lived at home at time of case study 
 
4.5.2. Jessica’s Family Quality of Life scores 
 Figure 4.7 displays Jessica’s Likert scale scores in each dimension in each 
domain of the FQOLS 2006. Five represents the most positive possible score, while one 
represents the lowest possible score.  Where relevant the scores are also included in the text 
in parentheses (1=lowest possible rating; 2=somewhat negative rating; 3=neutral or less 
positive rating; 4=somewhat positive rating; 5=highest possible rating). 
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Jessica gave positive ratings in most life areas. Support from Services (1) and Values 
(3) were not reported as important to Jessica, however, which may have reflected her 
reported commitment to using only mainstream services as much as possible having little 
time for attending a spiritual community. Opportunities in areas of life including Financial 
Well-Being (3), Family Relationships (3), Support from Services (3), Values (2), and 
Community Interaction (3) reached only to the level of “some opportunities”. These results 
seemed to connect to information from Jessica’s meetings, when Jessica expressed a wish for 
more time with her husband and more opportunities for interacting in the community. The 
outcome dimensions reaching only a neutral or less positive rating were: Financial Well-
Being attainment (3), Support from Others attainment (3), Support from Services, both 
attainment (3) and satisfaction (3), Values attainment (3) and Community Interaction 
attainment (3). Jessica did not work full time which seemed to have taken a financial toll, and 
reported that she did not always feel she was able to access the support she needed, especially 
since her own mother was overseas and seemed to be greatly missed as a source of support. 
She expressed that her family did not use many disability services and generally tried to 
maintain a life of mainstream inclusion for Kate. Time to pursue spiritual interests seemed 
limited for Jessica and she expressed regret over this. Community contact was not always 
reported as positive by Jessica.  
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Figure 4.7. Jessica’s FQOL scores on the FQOL S (Likert scale scores 1: most negative 5: 
most positive) 
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4.5.3. Jessica’s social network map 
  Figure 4.8 represents a network map that was drawn, together with Jessica, to 
illustrate her social network. 
 Questions were posed as to who was in her social network, who her friends were, and 
to whom she felt connected. Jessica indicated two close friends that she had made outside of 
the disability field. One was reported to be a friend from work and the other was a friend 
made through a local mothers’ group that had been set up in her previous neighbourhood. She 
seemed to have made efforts to see these women frequently and reported that she spoke with 
them often on the phone. There were also six women with whom Jessica indicated she was 
very close and who were members of a mothers’ group that had been set up by a disability 
service provider. The group did not seem to meet anymore in a formal sense, but these seven 
women were reported to have stayed close, seeing each other often and taking vacations 
together. Jessica’s in-laws seemed to have supported the family greatly in practical ways. 
Jessica’s husband appeared to have had a close relationship with his sister, but for Jessica the 
support received from her sister-in-law seemed to be practical rather than emotional. 
Taken together with the FQOLS-2006 ratings, it seemed that Jessica had a fairly 
strong support system and satisfactory FQOL, although she did indicate several areas that 
were challenges for her family, as further illustrated in the axial codes.  
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Figure 4.8. Jessica’s social network map 
 
4.5.4. Jessica’s axial Codes  
 
Four axial codes emerged from Jessica’s interviews. Quotes are indented from the text.  
 
Code One: social support or connections were organised, and often in a 
reciprocal group setting  
An important source of social support for Jessica seemed to be a group that had been 
connected at a disability based early intervention provider. Jessica noted that the group had 
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started out as being very structured and centred around the disability service, but had grown 
from there into a friendship group who came to depend on one another for support. This 
group took trips together and seemed to be committed to seeing each other socially at least 
once a month. Being able to share a similar experience of having a child with an intellectual 
and/or developmental disability seemed to be important to Jessica.  
For myself, I’ve got the support group that will just continue 
the friendship…we try and go out once a month to a movie or 
dinner. All the mums have a child with a disability…And the 
provider started the weekends away. We have our mums 
weekends away which started as once a year and we decided 
that wasn’t enough so we go away two weekends a year. We 
don’t see each other a lot between the dinners. It’s just nice to 
just get together that once a month. You just know you are all 
in the same boat and that you all understand each other. 
The mothers’ group seemed to rely on each other in a reciprocal manner. She 
recognised the importance of the interdependence of the group, where all members seemed to 
support one another and feel a sense of meaningful connection.  
We might not always talk about you know-issues-but we just 
have that bond and it’s just really nice to be together. But thing 
usually come up over the weekend and there are usually lots of 
tears involved but there’s laughter so…it’s good. 
One of Jessica’s reported closest connections seemed to have originated in a different 
mothers’ group from the one provided by the early intervention services. This group had also 
been organised, but was not disability related and based in the community for new mums. 
Jessica indicated that she had joined this group after her first child, a son without disabilities, 
was born.  This mothers’ group seemed to have been much more casual than the one set up 
by the disability service provider. While Jessica no longer attended this group, she described 
forming meaningful connections in this setting. Jessica reported that one of her best friends 
was another mother who had also attended the group. Jessica noted that she had attended this 
group only while her first child was very young.  
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When I had my first son it was our mothers’ group. You know 
when you have a baby they put you in a little mothers’ group 
and then neighbours in the area that had kids the same age we 
would meet at the park and that was the network then.  
Jessica recognised the importance of a group setting in encouraging her own healthy 
activities as well as making social connections. Although most of the other mothers in the 
area were generally not reported to be close friends of hers, Jessica did seem to participate in 
leisure activities with a group who had encouraged her to join their weekly physical activities 
in the park. Her apparently friendly connections with these women, while seemingly not 
close enough for Jessica to consider them as supports or friends, seemed to have contributed 
to her participation in leisure and in the community. 
I do bootcamp with the other mums in the park-peer pressure 
got the better of me. 
She acknowledged the group setting as being an essential component in building her 
connections. Feeling alone or isolated was presented as being a difficult part of having a child 
with a disability, and belonging to a group seemed to have helped alleviate these feelings for 
Jessica. When asked how she would advise parents who were feeling socially isolated she 
was quick to recommend joining a group. The group setting seemed to have provided Jessica 
with the emotional support and prevented her from feeling what at times seemed to have been 
overwhelming feelings of isolation.  
Find yourself a group. Whether it’s a parent group or a support 
group you really need to find someone you can connect with. 
You feel really alone and having that support is what really 
helps. 
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Code Two: finding and maintaining support and connections took effort  
Jessica noted that it had taken a great emotional effort on her part to reach out to other 
mothers with a child with a disability. For Jessica, there seemed to have been a step of 
accepting the disability before admitting she needed help. This seemed to have been difficult 
for her at first, but she indicated that she believed it was very valuable for parents to make an 
effort to connect and said she would advise other parents to do so.  
Making that first call can be really daunting. For me it took me 
a long time just to even call. For me making that call meant…it 
was like I had to admit it. But um yah as hard as it was to go 
even the first time you just have to do it. And realise that there 
are other people out there feeling exactly the same way you are 
and that one hour a week. They would give us a half hour 
where they would take the kids and we could just talk and share 
and that was a lifeline. That’s my advice. Just to do it.  
Jessica indicated that she had struggled with the emotional impact of having a child 
with disability and was unable to reach out for support in the first months of her daughter’s 
life. Jessica related that it was only later, upon advice from her doctor that she sought out 
early intervention and joined the disability organisation’s mothers’ group. Jessica seemed to 
have needed considerable support and encouragement in order to take the first steps towards 
seeking out the connections she needed.  
Because it was a shock and I had three [children] under three 
when I had her so at that point it was difficult. I wasn’t working 
I took time off –That was a very difficult time I was struggling 
emotionally that was a very difficult time. Eventually yes I had 
counselling. It took me about six months to call the early 
intervention services and once I got around to that I realised 
that I wasn’t coping well and I spoke to someone at the early 
intervention services.  
Jessica presented the on-going activities of the disability-based mothers’ group as 
being extremely important to all members of the group for emotional support and connection. 
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The group seemed to have had a special cohesiveness due to the common experience of 
having a child with a disability. 
You just need to be with other mums that get it. So you can talk 
about things and feeling that…you can share with other people 
but they wouldn't get it. These mums really got it.  
Jessica herself seemed to have recently taken a leadership role and appeared to make 
on-going efforts in organising for this group since it was of such importance to her. She 
seemed confident in the group’s sustainability.  
I think that as long as there’s people willing to guide it that’s 
the thing. You know you need to be an organiser and I’m an 
organiser… so I’ve stepped up and said I’m organising this 
one. But people have taken turns organising so yeah I think it’s 
gonna be sustainable. 
Jessica mentioned that both she and her husband contributed to the organisation that 
had originally developed the group as well, sitting on the board and helping to organise 
events. 
My husband was on the board for about 3 years. It was a big 
commitment, but it was his way of giving back to the 
organisation. I was on the committee for the ball and I did that 
three years in a row…they saved us. That organisation and the 
support provided. 
 
Code Three: aspects of the community were barriers to building connections 
Jessica acknowledged that she felt the area she lived in was safe and generally very 
welcoming. She and her husband seemed to feel, however, that the neighbourhood did not 
have many other younger families, meaning that they did not have as much chance to make 
friends as they might have liked. They attributed this to the high price of homes in the area, 
with other young families, such as their own, being unable to afford to live in such a high 
socio-economic neighbourhood.  
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If you went 15 minutes or so there are more younger 
families…but people like us who used to live in a lower socio 
economic community for a long time and saved for a house in a 
better area and then moved here it’s hard. 
Another barrier that seemed to have existed in the neighbourhood was connected to 
Jessica’s husband’s role as the school Assistant Principal. She indicated that she felt it best to 
be polite and friendly with other parents, but wanted to keep some distance from others in the 
community. She suggested that this was to avoid any perceived conflict of interest with her 
husband’s position. She did seem to find the parents of the other children at the school 
welcoming, however, even if the relationships did not develop into deeper or more 
meaningful connections.  
I’ve got a few not really friends just parents of others kids that 
the kids play with but I don’t see them socially. Some 
playground mums really connect and they become besties. I 
don’t really get involved with the playground mums. I mean 
maybe because of my husband teaching at the same school I 
kind of keep a bit of distance. It’s kind of a conflict of interest. 
It’s just different having my kids at the school where my 
husband is Assistant Principal. 
Jessica also mentioned that she wished she were able to find time and opportunity to 
join a church. Being a part of a faith community seemed to have been an important part of 
Jessica’s upbringing and she expressed regret that her own children were missing that aspect 
of community life. A faith community seemed to be perceived by Jessica as a possible source 
of support or connections that she had accessed when Kate was first born but had not seemed 
to find in the new community the family had moved to.  
I can’t help feeling that I have failed my children somehow..it 
could be better…Faith development-just the support network I 
think that you get from that community. Like I know when I 
first had Kate I was mostly on my own taking the kids to 
church and there was-there was a little bit of support there and I 
think that’s what I would hope to get from it too.  
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Code Four: connection to community institutions and professionals gave 
access to information and resources  
Although Jessica mentioned that her husband’s position was at times a barrier to her 
developing deeper social connections in the community, she acknowledged that much of their 
information about services and supports came from the school.  
I have a slight advantage in getting information because I’m a 
teacher and my husband is a teacher at Kate’s school and he 
knows –there is a support unit at the school as well and the 
school knows how to help you fill out the forms and get the 
maximum funding you can get and so on. And my husband is 
really knowledgeable. And he’s been able to speak to them and 
they’ve been really helpful that way. 
Jessica mentioned being concerned for parents who might lack those connections. She 
emphasised several times how difficult it was to navigate the system even with extra access 
to information and supports and expressed that parents without those supports might feel 
quite lost.   
But yeah for parents who don’t have a background in education 
you really feel that you are just drifting in the wind a lot of the 
time. Like there’s no…it’s almost when they are born you need 
to be given a package that like tells you what to expect in the 
early years and services you can access and I don’t 
know…there needs to be something. 
Jessica also mentioned at several points throughout the meetings how valuable her 
family doctor had been in linking her with services and supporting her through difficult 
times. Her family doctor seemed to have encouraged her to seek out counselling when she 
was struggling and had helped advise the family on the best types of supports to assist Kate.  
There are opportunities to have health needs met but you have 
to seek them out. There are specialists that we heard about from 
the doctor. The port of call is the GP. I’ve got a great GP. 
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Even with these advantages in access to resources and information, Jessica did not 
seem to feel that she was adequately supported through the disability services sector. She 
remarked that information was not forthcoming, was difficult to obtain, and tended to be 
confusing. She seemed worried about the future for her daughter, especially since she 
predicted that she would eventually need to access more disability related services.  
I would say that I’m not getting enough support from services 
because I don’t know what’s out there. For Kate as a school age 
child. Other than private service providers. Like I don’t know if 
there’s anything after early intervention-Like I don’t know if 
there’s anything. 
4.5.5. Case summary 
Jessica’s overall Family Quality of Life and social support and access to support and 
connections with others were generally reported as being positive. Jessica seemed to have 
been able to access group settings to build the connections and interdependent, reciprocal 
friendships that seemed so valuable to her own mental health. Her access to resources seemed 
to be a facilitator of this as was her own efforts and organisational abilities. She did seem to 
experience barriers, however, in accessing disability services information and making 
meaningful spiritual and community connections. Jessica’s social support and the 
maintenance of connections seemed to take great emotional effort on her part to build and she 
appeared to work hard to maintain them.  
 
4.6. Case Five: Lydia’s Family  
4.6.1. Lydia’s family’s demographics  
I met with Lydia twice at her home. The first meeting was approximately 2.5 hours. 
The second meeting was approximately 3 hours.  
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Demographics of Lydia’s family are represented Table 4.5. Lydia reported that she 
was a mother with three children, a younger boy and a younger girl without disabilities and 
one daughter, Sarah, with Down syndrome. Sarah was 25 years old at the time of the case 
study. All children lived at home at the time of the case study. Sarah worked part time in an 
office. Lydia reported that she did not work. 
 
Table 4.5. Demographics of Lydia’s Family 
Main caregiver  
 
Mother (Lydia), early 50’s, no disabilities  
Other close family members  Father, early 60’s, no disabilities, lived at home 
at time of case study 
Son twelve years old, no disabilities, lived at 
home at time of case study 
Daughter 20 years old, no disabilities, lived at 
home 
Family member with intellectual and/or 
developmental disability 
Daughter (Sarah) 25 years old, Down syndrome, 
lived at home at time of case study 
 
4.6.2. Lydia’s Family Quality of Life scores 
. Figure 4.9 displays Lydia’s Likert scale scores in each dimension in each domain of 
the FQOLS-2006. Five represents the most positive possible score, while one represents the 
lowest possible score.  Where relevant the scores are also included in the text in parentheses 
(1=lowest possible rating; 2=somewhat negative rating; 3=neutral or less positive rating; 
4=somewhat positive rating; 5=highest possible rating). 
Lydia’s FQOL scores did not reach positive ratings in several areas.  All of the life 
domains were rated as important, but opportunities to pursue or enhance those life areas were 
only reported as many in Support from Services (4) and in Community Interaction (4). Lydia 
reported that her family took quite a bit of initiative in Financial Well-Being (4), Support 
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from Others (4), Support from Services (4), and Community Interaction (4). Most areas were 
attained only to a score of three with the exception of Financial Well-Being (4), Support from 
Services (4), and Community Interaction (4).  Most areas in Lydia’s survey did not reach 
positive areas of satisfaction. Although she reported doing well in terms of social connection 
throughout the interview, other areas of her family life were less satisfactory. The only areas 
reaching a positive rating were: Financial Well-Being satisfaction (4), Family Relationships 
satisfaction (4), and Community Interaction Satisfaction (4). These areas were reflected in 
Lydia’s interviews as well. There were quite a few mentions of social connection, but as seen 
in the axial codes, most of the support seemed to have been given by Lydia rather than 
received. In addition, she mentioned that much of her time was spent seeking out appropriate 
services for her daughter with Down syndrome or her other children, leaving little time for 
other pursuits. There were significant concerns reported with sibling issues in her family and 
much time and energy seemed to be spent seeking out solutions. Lydia seemed to have felt 
that her family was doing well financially. Taken as a whole, the high ratings of importance 
and overall low ratings in other dimensions suggest that the areas Lydia felt were important 
to her family’s quality of life seemed to have remained largely out of reach.  
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Figure 4.9. Lydia’s FQOL scores on the FQOL S (Likert scale scores 1: most 
negative 5: most positive) 
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4.6.3. Lydia’s social network work 
 Figure 4.10 represents a social network map drawn together with Lydia, to 
illustrate her social network. 
Questions were posed as to who was in her social network, who her friends were, and 
to whom she felt connected. Lydia indicated that her sisters were the closest to her, as well as 
her brother. These relationships were explored further in the interviews. Lydia reported that 
she had two friends who were friends from the disability field whom she felt close with and 
spoke to often. She also had mentioned a friend she had made through her philosophy study 
whom she seemed to consider to be a close friend. She appeared to make efforts to see her 
social contacts and speak with them frequently on the phone.  
Taken together with the FQOLS-2006 ratings, Lydia’s reported strong social support 
and rich social network were somewhat at odds with the low ratings in other areas. This trend 
was further explored through the interviews.  
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Figure 4.10. Lydia’s social network map 
 
4.6.4. Lydia’s axial codes 
Five axial codes emerged from Lydia’s interviews. Quotes are indented from the text.  
Code One: social support was often given rather than received  
Lydia often described her own close connections in terms of providing help to others. 
Although she had what she seemed to feel was a good social network, it did not seem that she 
was able to access much social support for herself from these connections. This was 
suggested when asked about social support, friendships, or connections. She often seemed to 
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be cast in the role of supporter and frequently discussed helping others with their struggles, 
whether emotionally or practically.  
Well my brother just got a divorce last year so we [my sisters 
and I] have been supporting him. And it’s interesting because 
he’s got us but he doesn’t seem to have a lot of support. He’s 
got 4 sisters so I would say we are supportive actually. So my 
family I think we are very supportive.  
Much of Lydia’s time, when not spent seeking out disability related and mainstream 
supports and services for her family, seemed to revolve around helping other people. She 
seemed to value this role and found it easier to share with others when they had reached out 
to her for support.  
I’ve got a friend who’s the mother of one of my daughter’s 
friends who is going through a ghastly divorce and she talks to 
me about so many things so you tend to open up more around 
people when they share so much.  
When asked whether she was able to receive support from the connections in her life, 
Lydia often mentioned the needs of others first and seemed to see herself as being in a 
fortunate position in her own life. A connection she described as being the most reciprocal in 
her network in terms of support, seemed to largely involve Lydia assisting her friend in one 
way or another. This role seemed quite comfortable for Lydia and was not presented as a 
negative situation.  
My friend, we kind of looked after each other’s children but 
then her husband dies and I kind of looked after her children 
quite a lot. We actually-it was mutually supportive we do still 
each other quite a bit. Like she called me up one day and said 
look come over my daughter is having a party and come keep 
me company I have all these young people. She is lovely you 
know.  
When the issue was probed more deeply in the second interview, Lydia suggested that 
her role as a supporter was a value that had been instilled in her by her mother. This value 
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seemed to form an important part of Lydia’s identity. She seemed to actively care for 
neighbours, friends, and family and mentioned that she worried about their well-being. She 
mentioned some neighbours whom she assisted with various things, especially an elderly 
woman who lived across the road. She seemed to take it upon herself to provide support and 
care for others in need. 
My mum was always helping all the people around. I often feel 
[the same] especially in the community-if there’s no one there. 
Well there’s this elderly lady she’s 96 or 97 and she’s only got 
a niece or something. So yeah I’d say-don’t know whether I’ve 
given those values to my children but they’ve certainly been 
ingrained in me. 
Lydia’s role as a supportive person, although seeming to provide meaning for her, 
also represented what was perhaps a trend to put others’ needs first, before considering her 
own. There seemed to be a lack of reciprocity in the connections in her life. She mentioned 
several times having difficulties doing things for herself or pursuing her own interests. She 
seemed to find it difficult, both emotionally and practically, to find the space to focus on 
herself. She reported that she had dreams of her own to be a designer, but seemed to have 
found it difficult to find the time and energy to pursue these. She mentioned having given up 
her career to take care of her daughter and still seemed to deal with feelings of guilt when 
pursuing avenues of her own interest.  
I suppose I’m the only one whose career is affected [by having 
a child with a disability]. I mean I could just look after Sarah 
all the time and do things for Sarah all the time but that’s 
not….do I sound awful? Sometimes it feels like a conflict 
wanting to do something. Something else. For myself.  
It was during a pursuit of her own interests, attending a course on philosophy, that 
Lydia reported having made a good friend who was the only person she spoke of without 
mentioning her own role as a supporter.  
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I have one and she lives fairly local. She used to go to the same 
school of philosophy so we’ve been through a lot together. 
She’s a very loyal sort of good friend.  
 
Code Two: efforts to find services left little time for building connections   
Lydia seemed very much in the midst of seeking out appropriate services for her 
family as a whole at the time of the case study. During the first interview she shared that her 
eldest daughter was experiencing some difficulties in her life. Lydia seemed to feel that her 
daughter was perhaps not coping well with various life stressors, including having a sister 
with Down syndrome. She mentioned that much of the support that was needed by her family 
was around support for siblings.  
It’s very difficult-sibling issues have been very difficult-having 
to take care of her older and her younger siblings. We have had 
to make a big effort to keep things happy.  
Lydia mentioned feeling quite alone in seeking out ways to address this need and felt 
that more support was needed. She seemed to spend much energy and time searching for 
services online without much success.  
I have definitely felt that we could have used the help with our 
middle daughter. Just some advice. I did a lot of research on 
my own you know. 
At the time of the second interview, Lydia reported that her son was also having 
difficulties, which she attributed in part to having a daughter with Down syndrome. She was 
seeking out professional help at the point of the second meeting. The complexity of the 
relationships in the family seemed to take much of her focus and seemed to be an issue she 
was largely grappling with on her own, without much support at all.  
No look I think there..it certainly has affected it –because of 
Sarah’s place in the family. Him [son] being younger, but 
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Sarah still needs to be looked after. And because his age is 
quite a distance apart there have been a lot of issues.  
The structure of the support she had found at the time of the case study was still quite 
focused on her daughter with Down syndrome. She spoke about how she felt there was a 
need to address the family as a whole rather just her daughter. Lydia expressed that this was 
an issue with the current philosophy of service provision being focused solely on the person 
with disability.  
A lot of times it’s all about the child with a disability. It’s not 
really a holistic view. 
In addition to working at keeping the relationships in the family running smoothly and 
seeking out services for the siblings, Lydia seemed to be kept busy trying to ensure that Sarah 
had the best experiences possible in her job and in her work towards independence. This 
seemed to take a great amount of effort on Lydia’s part, leaving little time for her to pursue or 
build other connections.  
But Sarah needs a lot of support through job support. She needs 
continued support. We’ve been through a rocky road too. When 
the boss changed it was easier. Before I was always running 
around trying to fix things.  
This seeking out of support for her children was often presented as running around or 
searching, often without a great deal of success. This was especially suggested when it came 
to finding social skills support for Sarah. She seemed to see this as a significant goal for her 
daughter and was disappointed to find that very few services were available, either 
mainstream or disability based. 
One of the things I tried for years and years to get is the social 
skills. We never found something good and regular. The social 
thing is the main thing you need support with.  
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Lydia seemed to have been so busy with seeking out support for her children, both 
supports for siblings and for her daughter with Down syndrome, that she had little time for 
even considering building her own connections. The thought that she needed social support at 
all often didn’t seem to have occurred to Lydia in the past, and was only a more recent 
revelation. When asked whether she had found support for herself, she often, again, 
mentioned her role in helping others.  
It took me awhile to realise that I needed support from other 
people because it was very consuming [seeking out services 
and supports]. 
  
Code Three: disability and mainstream supports were often found through 
informal means or champions within organisations  
Although many of Lydia’s supports for her family were difficult to find, the 
information and in-roads that she had gained over the years seemed to be through 
connections she had built with other parents, advocacy organisations, or through disability 
based associations. Many of these connections, especially parent information groups or 
support groups appeared not to be satisfying to Lydia.  She tended to identify groups of 
parents or community forums based around disability as being quite negative and not a 
source of positive action.  
I’ve gone to a lot of workshops for parents and with parents [of 
children with disabilities] over the years but then you do pick 
up something. The last one I walked out. And I was like oh I’ve 
heard this before. It had a bit of an attitude about it sort of like 
oh those terrible services you know. Chip on the shoulder sort 
of.  
Despite negative experiences being the norm, Lydia reported that she continued to 
attend parent information sessions and acknowledged that without these groups and events 
she would not be as well informed of available services and supports. These groups seemed 
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to be an important source of knowledge to the point that without them, future planning for 
Sarah would be quite difficult.  
Well I was thinking of maybe building like a semi-independent 
area for her and I spoke about it to someone [I met at a parent 
information session] and she said we should apply for this 
because they were looking for people…I went to an 
information thing and I probably never would have went to it if 
it wasn’t for the person I know.  
 
She mentioned a person she had developed a connection with at an organisation for 
families with a member with an intellectual and/or developmental disability. This person 
seemed to have been a source of information and support but had since retired.  
I heard about a lot of things from a woman at [the organisation] 
and she just told me all about things. She was a lovely woman 
to talk to and we got to talking about it and you know. But I 
was out there and I was looking for services.  
In addition to the woman retiring, the organisation had moved from being a local, 
community based one to a national scale. The new, centralised structure seemed to be seen by 
Lydia as being impersonal. She reported that she had not found a connection within the new 
structure. This was presented as a loss of Lydia in terms of personalised support and access to 
information.  
It’s [the disability organisation] now a national publication and 
it’s a bit of a pity because yes things are shared and it’s more 
efficient but you don’t have the … you don’t have a sense of it 
being as local. I used to have long conversations with her [the 
woman who had since retired] especially about schools and 
resources and researching.  
Code Four: community was comfortable and safe, but not a source of 
meaningful connections 
Lydia indicated that she was comfortable in her community and mentioned that she 
had never noticed stigma related to disability directed towards her family. She seemed to feel 
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that people were trustworthy and caring in her community, despite not being close friends of 
the family. She mentioned that people looked out for her daughter and suggested that she felt 
quite secure in the neighbourhood.  
There’s a man and he walks around the community and he will 
talk to Sarah and he tells me if I see him- I saw your daughter... 
The railway man he knows her he will look out for her.  
Although Lydia had identified that she was satisfied with her community interactions, 
and spoke about assisting her neighbours, she noted that she was not a member of any 
community groups and had not found meaningful connections for herself in the area. She 
indicated that she saw the community as being only a fairly weak source of connections or 
participation for her family.  
Well a coffee shop is just a coffee shop really. There is one that 
I go to probably twice a week and say hello and they know who 
I am and the owner’s wife used to cut the girls’ hair and now 
she has a baby and she often pops her head in you know-I 
suppose that’s a little bit of something. But as far as real 
participation in the community? No. 
Lydia mentioned that she felt that many of the community groups or civic 
organisations in her area would not be of interest to her. She suggested that she had thought 
about or attended some community events but tended to feel that the overall tone was a 
negative one and was unable to have a positive experience.  
As far as council, those sorts of things, some things it’s all 
negative really. I’m not really that interested.  
Lydia reported that she had attended a spiritual school and was a member of a 
spiritual community for years prior to the case study, but expressed that over time, the 
connections built in that community were not a source of support. She mentioned that she felt 
those people were not real friends and were not reliable or supportive.  Her family were still 
involved in the spiritual community despite the lack of reliable support since it seemed to 
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have formed an important part of the family identity. None of the spiritual community 
members was listed in the social network map.  
My husband and I are still involved in the spiritual school. It 
was strict when I was younger but we’ve built up a relationship 
over the years and it’s certainly impacted on our lives. And 
some of those people I don’t know. You realise that you aren’t 
really good friends.  
 
4.6.5. Case summary 
Lydia’s FQOLS-2006 scores were quite low although Lydia’s overall social support 
was reported by her as being positive. It was only through an examination of the nature of 
these connections that a picture emerged of a person who seemed to be supportive and caring 
of others but appeared to take little time for herself. Only one person in Lydia’s life seemed 
to be a connection from whom she received support at a similar level at which she gave 
support. She also seemed to spend a great deal of time and energy seeking out services and 
supports and often suggested that she felt frustrated with the results. Circumstances with 
siblings seemed to take away from the overall quality of life of the family and Lydia 
mentioned at several points that she felt alone and unsupported in her efforts to amend this 
situation. She did not appear to have been successful in building meaningful connections 
through the community or in her spiritual community.  
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4.7. Case Six: Celine’s Family  
4.7.1. Celine’s family’s demographics  
The findings regarding Celine, her family and their social support are presented in this 
section. I met with Celine twice at her home. The first meeting was approximately three 
hours. The second meeting was approximately two hours.  
Demographics of Celine’s family are presented in Table 4.6. Celine reported that she 
was a mother with two children, a younger daughter in her early twenties without disability, 
and a daughter, Frances, in her early twenties with Autism. Frances had communication 
challenges and attended an arts program twice a week. Celine worked part time (twice a 
week) as a teacher. Her daughter without disabilities attended medical school. Celine’s 
husband was older than her and retired and did not act as a caregiver to Frances. Celine 
reported that she had immigrated to Australia from France before having a family. All 
immediate family members lived at home.  
Table 4.6. Demographics of Celine’s Family 
Main caregiver  
 
Mother (Celine), early 50’s, no disabilities  
Other close family members  Father, early 70’s, no disabilities, lived at 
home at time of case study 
Daughter 21 years old, no disabilities, lived at 
home at time of case study 
Family member with intellectual 
disability 
Daughter (Frances), 23 years old, Autism, 
lived at home at time of case study  
 
4.7.2. Family Quality of Life  
Figure 4.11 displays Celine’s Likert scale scores in each dimension in each domain of 
the FQOLS-2006. Five represents the most positive possible score, while one represents the 
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lowest possible score.  Where relevant the scores are also included in the text in parentheses 
(1=lowest possible rating; 2=somewhat negative rating; 3=neutral or less positive rating; 
4=somewhat positive rating; 5=highest possible rating). 
Celine’s FQOLS-2006 scores show that many life areas measured on the survey often 
did not reach positive ranges. While recognising the importance of Health (5), Finances (5), 
Family Relationships (5) and Support from Services (5), other life areas were reported by 
Celine to be not important at all. These were Support from Others (1), Careers (1), Leisure 
(1), and Community Interaction (1). Quite a few opportunities were reported in Health (4) 
and Family Relationships (5). Efforts were reported to be made or initiative taken in Health 
(4), Finances (5), Family Relationships (4), and Support from Services (4). Attainment was 
reached positive levels in the areas of Health (5), Family Relationships (4), and Leisure (4). 
Satisfaction was reported positively in only two of the nine life areas, Health (5) and Family 
Relationships (5). Celine’s reported Family Quality of Life was explored further through the 
interviews and it seemed that her chosen focus was mainly upon assisting her daughter with 
Autism rather than other areas of life. This may explain the low ratings across the domains of 
importance and initiative. Despite her lack of interest in other life areas, however, few 
opportunities were reported by Celine, suggesting that perhaps even if she wanted to enhance 
other life areas such as Careers or Support from Others, the option might not be there. The 
outcome measures in Celine’s survey, attainment and satisfaction were also at low levels, 
suggesting that the quality of Celine’s family’s life could be improved. Further exploration of 
Celine’s experiences are found in the social network map and the axial codes below.  
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Figure 4.11. Celine’s FQOL scores on the FQOL S (Likert scale scores 1: most 
negative 5: most positive) 
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4.7.3. Celine’s social network map 
 Figure 4.12 represents a social network map drawn, together with Celine, to 
illustrate her social network. Questions were posed as to who was in her social network, who 
her friends were, and to whom she felt connected. Celine indicated that her mother was a 
strong support for her. Celine reported that she had a friend in Western Australia with whom 
she spoke occasionally on the phone. She indicated that Frances’s support worker had 
become a close friend of the family. She recognised that her support network was quite small, 
but as can be seen in the codes below, she indicated that she felt she did not need more 
friends.  
 Despite Celine’s reported self-sufficiency suggested on her network map, in 
most life areas measured on the FQOLS-2006, including Support from Others she reported 
being unsatisfied. Further exploration of this emerging picture can be found in the axial 
codes. 
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Figure 4.12. Celine’s social network map 
 
4.7.4. Celine’s axial codes  
Five axial codes emerged from Celine’s interviews. Quotes are indented from the text.  
Code One: social support was not important or required  
Celine indicated that she did not have much in the way of social support. This was 
presented as her choice. She indicated that she was self-sufficient and not in need of a support 
network. She seemed to feel that she did not have the time to maintain friendships and 
preferred to manage without help from others, either practical or emotional.  This response 
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remained the same when asked whether she had support, friendships, or just someone to talk 
things over with. The idea of social support seemed to be linked to a one-way transaction of 
other people helping her, and to Celine this did not seem to be something she desired or felt 
was necessary.  
I don't have any time for friends and I would prefer to handle 
things on my own. I would get annoyed if people were trying to 
help. It's a waste of time to ask people. I have my computer and 
my books. Those are my friends 
When asked whom she might call upon if she needed assistance, she indicated that her 
support circle was very small and included, with the exception of a friend living in Western 
Australia, only family and paid support.  
Well then it’s my daughter or my husband or my mother. It just 
goes back to the family circle. It’s a very very small circle. 
Philippa [paid support worker] has a daughter I would ask her. 
She would be lovely.  
There were other parents of children with disability with whom Celine had connected 
through Frances’s attendance at various disability based programs, but she seemed to feel 
little meaningful connection with most of these people. She seemed to see herself as a 
positive person with a dynamic approach to life and seemed to feel many other parents did 
not share her point of view. Celine mentioned that she had tried to join several parent groups 
and information sessions and had felt these were not a source of meaningful connection. She 
appeared to have thus far been unable to find a group of parents who shared her outlook and 
commitment to action.  
What I see is that people are a little bit apathetic. Carers.  All 
waiting for miracles to happen 
Celine’s focus in her life seemed to be upon providing the best life for Frances and 
she tended to present this as a positive role. For Celine, the concept of seeking out social 
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support seemed connected to a perceived pessimistic, needy attitude that Celine herself felt 
no inclination towards. The act of seeking out support or supportive connections seemed to 
imply to Celine that she needed help, and this did not appear to be a comfortable idea for her. 
She did not seem to associate herself with other parents whom she suggested were exhausted, 
drained or felt negatively about having a child with a disability. She expressed frustration 
with the fact that she had been unable to meet other parents who may have shared her 
positive attitude. Despite the value Celine seemed to place upon self-sufficiency, the 
unavailability of connection with like-minded people seemed to be a difficult for her.  
It’s like the other parents are not active enough. They feel sorry 
for themselves and don’t do things.  It annoys me. I’d be happy 
to meet others like me, but, I don’t.  
 
Code Two: difficulty trusting community and current service structure was 
barrier to building connection  
Celine expressed at several points during the meetings that the disability system was 
not set up in such a way as to provide the best possible care for her daughter. She indicated 
that her daughter was not interested in group programs or activities and had difficulties 
interacting with other people with disability. Frances participated in arts programs but needed 
support to interact with other attendees. This seemed to be a significant barrier to both 
Frances and Celine connecting to the community. Celine insisted that most of the policy 
discussions and information that she had heard around the National Disability Insurance 
Scheme (NDIS) did not take into account those with Autism who may not wish to participate 
in the community in the traditional way. Much of Celine’s time seemed to be spent seeking 
out the best types of services and supports for her daughter. She seemed to feel that her own 
focus on her daughter’s goals and needs could never be matched by the service system. She 
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expressed frustration with the social welfare system and suggested that much of the current 
discourse on the NDIS was relevant only to those with physical disability.  
She seemed to associate the emphasis on individual supports in the NDIS to a loss of 
freedom and flexibility for her family and indicated that she would have even less time to 
pursue any connections of her own once the new scheme came into effect.  
There will be a loss of freedom once NDIS comes in because 
there will be restrictions. They won't pay for materials or 
activities. Frances doesn't need companionship, she needs 
things to do.  
Celine also had difficulties trusting the disability supports available. She mentioned 
that she had studied and researched disability services and history and found disturbing 
trends. Celine suggested that people she had met through the years through various services 
also advised that supports such as respite care were untrustworthy.  
I remember hearing never never ever let Frances go to those 
respite places. They are horrible. They used to tell me about 
neglect and not feeding them. I mean I can’t stand that. She is a 
queen here. 
These difficulties in trusting services seemed to be a barrier to Celine participating in 
activities outside the home or pursuing interests of her own. She found it difficult, with the 
exception of Philippa, to leave Frances with anyone else. Philippa herself was only left alone 
with Frances twice a week while Celine attended her part time teaching job. This seemed to 
have resulted in Celine spending essentially no time away from her daughter except during 
her limited teaching hours.  
I'm the main carer and I made a choice to take care of her rather 
than go out and work full time. I work part time. But I can't just 
leave. I'm stuck. And then there is the trust aspect. I don't really 
trust anyone with Frances. There used to be my mother but last 
year Frances pushed her so she can't act as a carer anymore. 
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Community participation in the local area was of little interest to Celine.  Her 
community was a gated one with neighbours in close proximity and contained shared public 
spaces, but seemed to be perceived by Celine as unwelcoming and unconnected. She said that 
she spent little to no time interacting in the community and felt no desire to do so. She also 
expressed that she felt most people acted out of their own self-interest and while the 
neighbourhood was presented as safe, it did not seem to be a source of trustworthy 
connection.  
I am not interested in interacting with this community. This 
neighbourhood-we don't have the same needs. They don't 
understand us. There is also a trust issue. We don't have anyone 
we can trust.  
Code Three: informal connections provided information and access  
A point of on-going frustration for Celine seemed to be a lack of information on 
available supports for Frances. She mentioned more than once that there was so little 
information available that it was “pathetic”. Although she emphasised that she did not need 
the assistance of other people, she expressed that most of the knowledge she had gained had 
been through informal channels. This information seemed to have come to her from chatting 
casually with other parents at the activities that Frances participated in. While Celine 
indicated that she deemed social support unnecessary, she often implied that connection for 
the sake of access to information was useful and desirable.  
But I was actually made aware of the NDIS by a parent who I 
had met at Frances’s art activity. And she was sitting next to 
me and she said why isn’t Frances getting money from the 
government and I said well I don’t want money from the 
government because I don’t want her attending any of these 
respite places and she said no no no you don’t have to do that.  
Celine also mentioned that it was difficult for her to access mainstream resources in 
the community. She expressed a desire to further share information with other parents in 
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order to learn about access and provide references for trustworthy services and providers. 
Celine suggested that parents being able to share this information might alleviate some of the 
exclusion that she and others had experienced. She seemed to see this type of social 
connection as being necessary and quite removed from any need for friends or social support. 
She spoke of a lack of connection between parents and seemed frustrated that there was not 
easier and more intuitive way for families to share information and resources.  
 
I’d like to share with other families information about support 
workers and who we can trust and share support workers and 
share resources and the pool and so on. You know. Because we 
can’t access those things. Not really.  
In addition to accessing information from other parents, Celine also had a contact on 
her local council who was a disability information officer.  Celine credited their connection 
with her awareness of available programs. Although the connection was in a formal capacity, 
Celine mentioned that she was able to call her and talk about various aspects of the disability 
service climate. This person seemed to be an important source of encouragement and 
information to Celine. Celine mentioned that she felt comfortable contacting her any time she 
needed assistance in planning for Frances’s services or supports.  
Parents need information but there may be no time to look at 
websites. So someone like her helps. 
 
Code Four: the caring role was a barrier to building connection 
Caring for Frances seemed to be the central role that Celine saw for herself and this 
appeared to be linked to the reasons she felt she did not need support. She suggested that she 
had decided to commit herself to the role of enhancing Frances’s life and supporting her to 
live the best life possible. This choice was not presented as a burden, but was suggested by 
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Celine to be the reason that she didn’t need the kind of emotional or practical help others 
might need from friends. Celine tended to see support as a one-way transaction.  
I don't see it that way [that I need support]-I made a choice to 
focus on Frances. If you feel that you are thrown into a 
situation and you can't choose. That's when the problem comes 
up. I chose. I set a challenge for myself to maximise Frances's 
potential. 
Celine seemed to enjoy and find meaning in researching neurological breakthroughs 
and findings related to Autism. She educated herself on Frances’s needs and spoke about 
finding the experience of caring for her daughter fulfilling intellectually. She mentioned that 
she had always liked to study on her own and solve problems on her own and being Frances’s 
mother had put these qualities to good use. She seemed to take great pride in her ability to 
assist her daughter and found joy in the caring role.  
I deal with her very well. I've never been one of those mothers 
who feels sorry for herself. I've always liked to research and I 
find her so interesting. It's like living with an alien. Yes she's 
never going to be a normal child but she is interesting. Giving 
Frances the best life possible and helping her reach her full 
potential is my life. 
The positive aspects of the caring role were emphasised many times by Celine, but at 
times she also suggested that she was trapped, stuck, or bound to the situation. The caring 
role seemed exhausting and taxing even though, for Celine, this was usually framed in a 
positive light.  
I’m her slave. (laughter) I don’t have a life. How could she 
have the same [anywhere else]? I work and work for her.  
 
Code Five: there was a desire to make connections in order to take action 
Celine seemed to have had a strong desire to create change in the future. She 
expressed that she wished to set up a small group of like-minded parents who could invest 
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together to buy property, set up mainstream and disability programs, and build sustainable 
support structures for the future of their sons or daughters with or without disability. This 
apparent contradiction in her lack of interest in social support and supportive connections and 
her desire to build a community with others was explored through discussions at both 
interviews. Celine seemed to feel that this type of connection was not connected to support or 
asking for help, but rather a coming together of positive, optimistic parents and was therefore 
acceptable. She also mentioned that while she herself did not necessarily need help, she 
would be happy to assist other families.  
I'd be happy to share responsibility in which everyone is 
looking after their child with a disability and sharing like a 
roster. 
I have great plans for the future and what I would like to do 
with other families. I need funding for that. I search and 
research these things. 
At the time of the case study, Celine reported that she had yet to find other parents 
who might be interested in joining and was at a loss as to how to begin to do so. She seemed 
to be busy with caring for her daughter and had asked several governmental and non-
government organisations contacts, but to no avail. She was uninterested in joining with 
parents who wished to provide emotional support for each other. She was insistent that the 
other parents should be action-focused as she was. This seemed to be a continued to be a 
source of frustration for Celine.  
I talk to them all the time [organisations] and they say well 
there’s nothing really. There’s no one really like you. If I found 
someone to join that would be wonderful. 
Celine seemed to feel quite discouraged when she considered trying to set up this 
group of parents and seemed to see her inability to find connections as a symptom of a 
system that did not work for families like her own. She expressed that she felt little was 
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available to help parents connect in meaningful ways. Celine mentioned that if she had 
enough financial resources she would set up something on her own, but as it stood, she 
realised she would need funding of some type. 
This situation is especially bad if you consider my future plans. 
I would like to be able to build something for families. In 
relation to what I would like to create for families. I don't have 
the resources. 
4.7.5. Case summary 
Celine’s FQOLS-2006 scores and her social network map reflected someone who 
spent most of her time focused upon her daughter, perhaps to the detriment of other life areas. 
Celine indicated that she had concrete plans for her own and her daughter’s future. Although 
she reported that she was largely self-sufficient and expressed little desire for social support, 
she seemed to have a strong desire to connect to share practical information and resources 
with other parents. Many of the goals and aspirations for her daughter and her own future 
identified by Celine had not been fulfilled at the time of the meetings. She seemed to have 
been unsuccessful in connecting with like-minded parents and her overall Family Quality of 
Life Survey-2006 ratings and small social network map suggested that, despite her optimism, 
many areas were challenging. Her caring role seemed to take a great deal of time, and 
difficulties in trusting services and the lack of pathways to forming meaningful connections 
seemed to contribute to a situation in which the connection that were desired by Celine 
remained elusive.  
 
4.8. Summary of cases 
This chapter presented the six individual case studies carried out in this study. The 
unit of study, social support of the participants, was explored through the employment of the 
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FQOLS-2006, social network maps, and two semi-structured interviews for each case. 
Demographic information, descriptive FQOLS-2006 data were presented, and social network 
maps included in each individual case study. Axial codes emerging from the two meetings 
with participants were included with illustrative quotes.  
Case One, Jeff, reported low FQOLS-2006 scores, described what seemed to be a 
limited social network and appeared to have difficulties obtaining social support. Social 
support seemed to be understood to be a one-way transaction of receiving help from others, 
and Jeff did not seem to feel comfortable seeking this out. Jeff seemed to have difficulties 
trusting others, seemed to experience ill health as a burden to building connections and 
reported that losing connections had been a process of withdrawal from others. The caring 
role seemed to represent a barrier to building connections for Jeff although the community 
was a possible facilitator. Jeff reported a desire to connect with others to take action in his 
community.  
Case Two, Karen, had some areas of challenge and some positive FQOLS-2006 
scores. Her social network map seemed to reflect a diverse and reciprocal social network. She 
seemed to have made efforts to reach out to others and the meaningful connections she had 
were reported as empowering, offering her access to information, resources and emotional 
support. She seemed to enjoy reciprocal relationships with others. The community seemed to 
act as both a facilitator and barrier to finding pathways to these connections. She was 
empowered to take action in her community and did so via civic organisations, giving of 
support, and letter writing. She reported difficulties trusting service providers and the service 
system.  
Case Three Amelia, reported a number of areas of challenge in her FQOLS-2006 
scores. Her social network map was largely made up of paid support workers. Social support 
and connections was reported as important but had been lost over time. Support and 
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connection seemed to be tied to formal rather than voluntary supports. She reported 
difficulties in trusting the social welfare system and accessing the mainstream services in her 
community. Lack of time seemed to be a barrier for Amelia building connections with others, 
although community was possibly a facilitator.  She had dreams for the future that may have 
needed reliable, on-going connections to be carried out. 
Case Four, Jessica, had areas of both challenge and strength on the FQOL-S 2006, 
and her social network map included connections she had met through two different 
structured pathways. She reported making efforts to connect with others but experienced 
some barriers to building connections within her community. She reported gaining access to 
information and resources through connections she had made.  
Case Five, Lydia, reported a number of challenges on the FQOLS-2006. Her social 
network map included both friends and family. Upon discussion, it appeared that Lydia was 
often in the position of giving rather than receiving social support. Much of her time seemed 
to have been taken up with seeking out appropriate services for her family, leaving her little 
time for building connections. She mentioned feeling unsupported in several areas of life. She 
seemed to have gained access to information and resources through her contacts. Her 
community did not appear to be a source of meaningful connection.  
Case Six, Celine, reported many areas of challenge on the FQOLS-2006. Her social 
network map revealed that she seemed to have few meaningful connections. She did not seem 
to want social support and seemed to perceive this support as a one-way transaction. She 
reported difficulties in trusting her community and the social welfare system. She seemed to 
be able, however, to access information and resources through contacts she had made. The 
caring role, while not presented as a negative experience, seemed to have prevented her from 
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making what to her might have been meaningful connections. Celine reported a desire to take 
action to improve the service climate, in partnership with others. She had, at the time of the 
case study, been unable to make such connections.  
 Chapter Five will present the cross case analysis and synthesis of these 
findings, including pattern matching and selective coding. Explanation and model building 
will be presented, and the implications of the findings for the FQOL framework will be 
suggested. 
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Chapter 5. Cross case analysis and synthesis 
5.1. Introduction  
In this chapter, a cross-case analysis of the findings from the six case studies is 
presented. Aggregated findings for all six participants from the FQOLS-2006 results, social 
network maps, and interviews are included. Pattern matching and selective coding is 
demonstrated, building a cross case analysis. Explanation building is carried out. The central 
phenomenon of the study is presented and the results of the cross case analysis feed into an 
emerging model, the Expanding Connections Model. The emerging model is demonstrated in 
suggested application. As a component of cross case synthesis, the implications of the 
findings of this study to the FQOL framework are outlined. Finally, the research questions 
put forward in Chapter Three are addressed.  
5.2. Cross case analysis and Synthesis steps 
 Yin’s (2014) approach involves a cross case analysis using methods such as drawing 
cross case conclusions and modifying the original concepts. The stages of cross case analysis 
relevant to the current study are Pattern Matching and Explanation Building, both essential to 
building an effective multiple case study. These stages connect with stages of grounded 
theory as well, especially selective coding and the establishment of a central phenomenon 
across case data, as suggested by Merriam (1998).  
1. Pattern matching and selective coding: This stage involved examining the 
similarities and contrasts among the cases. This involved aggregating the FQOL data, 
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examining overall characteristics from the social network maps, and finally producing 
higher-level selective codes regarding the nature and process of social support for 
participating families with a member with an intellectual and/or developmental disability.  
2. Explanation building and model building: In this stage of the analysis, the codes 
were connected, and a central phenomenon presented. A practical model, The Expanding 
Connection Model, is suggested.  
3. Cross Case Synthesis: This was the final stage of the analysis.  The findings and 
suggested model are considered in terms of possible impact upon FQOL framework. In 
Chapter Six, practical recommendations emerging from the suggested model will be 
suggested.  
5.3. Pattern Matching 
Pattern matching involved aggregating findings from the FQOL-2006, aggregated 
findings from the social network maps and aggregated findings from interviews.  
5.4. Aggregated Findings from FQOLS-2006 
Cross case analysis involves aggregating findings across the individual cases. The 
first step in developing the cross case analysis will be the examination of the FQOLS-2006 
data from all six cases.  
The data are presented dimension by dimension in separate histograms in order to 
avoid an overwhelming amount of information in one figure and to facilitate a discussion 
around each dimension separately. The findings are presented with interpretation drawn from 
each individual case study. Five of the six dimensions from the FQOLS-2006 are presented 
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as separate histograms, with the sixth, stability, being excluded since the data from this 
dimension does not have clear positive or negative connotations as pointed out in Chapter 
Four, and was suggested in this study to be best included in the qualitative data. In the text 
below, where relevant, the selected rating from the FQOLS-2006 for individual participant is 
bracketed beside their name (1=lowest possible rating; 2=somewhat negative rating; 
3=neutral or less positive rating; 4=somewhat positive rating;  5=highest possible rating) 
5.4.1. Importance Dimension 
Importance was the dimension with the highest scores being reported by participants. 
The scores are found in Figure 5.1. Health, Finances, and Family Relationships were rated as 
important by all participants. Some areas such as Values and Leisure showed more variation.  
Support from Others was not reported as being important by Celine (1), although it was rated 
as important by all other participants. This was also true of the domain of Community 
Interaction, where all participants but Celine (1), reported a positive degree of importance. 
Support from Services were reported as important to everyone but Jessica (1), perhaps not a 
surprising finding since she reported that she did not, at the time of the case study, access 
formal disability service support. Values were important beyond the level of “somewhat 
important” to all but Jessica (3) and Celine (1), perhaps reflecting that Celine identified 
herself as focusing solely upon her daughter’s needs, and Jessica related not having much 
time for pursuing values. Although none of the participants reported working full time, and 
only two worked part time, Careers were also rated as important or very important by 
everyone but Jeff (3) and Celine (1). Leisure was reported with similar levels, being rated 
important or very important by everyone but Jeff (3), and Celine (1). Overall, most areas of 
life measured on the survey were considered important to the Family Quality of Life of most 
participants.  
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Figure 5.1.  Importance of each domain on the FQOLS-2006 for each participant 
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5.4.2. Opportunities Dimension 
The results in this dimension were less homogeneous than importance and less 
positive (Figure 5.2). Only half of the cases reported positive opportunities to pursue Health, 
with Jeff (2), Amelia (1), and Lydia (1) reporting practically no opportunities to improve the 
health of their family. Many or a great many opportunities to improve the family’s Financial 
Well-Being were not reported by any of the participants. Participants did not report having 
many opportunities to improve Relationships in the Family, with the exception of Celine (5). 
Jessica was the only participant reporting many opportunities existing for her to obtain 
Support from Other People (4). This was perhaps not surprising considering Jessica was the 
only participant who had been involved in two organised peer support networks and had 
managed through these to build connections with parents of children with and without 
disability. 
Only Amelia (4) and Lydia (4) reported having many opportunities to obtain Support 
from Services. Amelia, in particular, had extensive contact with disability support services 
and she reported feeling that she was unable to trust that the system would not remove her 
son from her care. Despite this trust issue, most of Amelia’s supports were from formal 
services. Lydia had been somewhat successful in obtaining services support through various 
connections, although despite her high rating on the survey, opportunities to access services 
were still identified in her interviews as being limited.   
None of the participants reported having many chances to pursue Values. The 
interpretation of this domain was left open to the families and most interpreted the domain as 
referring to spiritual or religious pursuits. For some, the lack of opportunity did not seem of 
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particular concern but for others such as Lydia (3), Jessica (2), and Jeff (3), a lack of 
connection to a spiritual community seemed to be felt as a loss.  
Jessica was the only participant who indicated that many opportunities existed for 
Careers (4) and was also the only participant who reported that she preferred to work part-
time as was her current situation, rather than feeling she had given up career for her family 
responsibilities. Jessica was also the only participant reporting opportunities for Leisure (4), 
perhaps reflecting her reportedly active lifestyle and the active lifestyle of her family 
members. Community Interaction represented the area reported as having the most 
opportunities for participants. Celine (3), however, did not report many opportunities here, 
nor did Jessica (3) who had reported in her interviews limited opportunities to connect to 
community.  
Overall, opportunities for all participants were reported as quite limited in most areas 
of life measured. This was a finding that, when taken in context with the high importance 
ratings, was not encouraging for these families. In general, opportunities to pursue or 
improve areas of life deemed important seemed limited.  
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Figure 5.2. Opportunities in each domain on the FQOLS-2006 for each participant 
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5.4.3. Initiative Dimension 
The dimension of initiative (Figure 5.3) within each domain measured the efforts 
participants took to improve the areas of life measured on the survey. Health initiative was 
quite low with the exception of Celine (4) and Karen (4), perhaps reflecting the time 
restraints on the pursuit of health mentioned by most participants. Financial Well-Being, 
however, saw participants reporting efforts being made, despite the opportunities to improve 
finances being reported as non-existent. Only Jeff (3) and Jessica (3) reported making only 
some effort, perhaps reflecting Jessica’s desire to continue to work part time only and Jeff’s 
report that his financial situation, while not ideal, had little chance of change due his own 
disability preventing his participation in the work force. Quite a bit of effort to improve or 
maintain Family Relationships was reported by most participants with the exception of Lydia 
(3) and Amelia (3). Lydia reported in her interviews efforts to assist her family in achieving 
good relationships such as therapy for the siblings, but she also reported feeling somewhat 
alone here and without support. Amelia reported not having as much time as she would like 
with her husband due to their caring responsibilities. She reported in her interviews wishing 
she could make more time for Family Relationships and perhaps this explains the low rating 
here. Half of the participants made positive efforts to improve Support from Other People, 
these being Karen (4), Amelia (4), and Lydia (4). Others reported making less effort or in the 
case of Celine (1), reported having no interest in improving their levels of support from 
others. Efforts to improve Support from Services were reported positively by everyone but 
Jeff (3) and Jessica (3). No one reported making positive efforts in Values or Careers. This 
seemed to reflect a lack of time and suitable opportunities for pursuing these areas. Only 
Jessica (4) reported taking quite a bit of initiative to pursue Leisure, an area she also reported 
as having the opportunity for fulfilment. Interestingly, despite importance and opportunities 
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being quite high in the area of Community Interaction, only Karen (4) reported making 
positive efforts here. This may have reflected in her on-going efforts to access mainstream 
services and connect with neighbours. Something seemed to prevent the others from making 
efforts here; perhaps the difficulties in accessing mainstream services that were often 
reported.  
Overall, efforts taken to improve areas of life measured on the survey reached 
positive levels in over half the participants only in the areas of Finances, Family 
Relationships, and Support from Services. This finding did not seem surprising considering 
the low levels of opportunities perceived as existing for families to access these areas, but 
was concerning given the high levels of importance reported in these areas.  
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Figure 5.3. Initiative in each domain on the FQOLS-2006 for each participant 
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5.4.4. Attainment dimension 
This dimension asked to what degree participants felt they had attained a life area and 
to what degree that life area met their expectations (Figure 5.4). Half of the participants 
reported that the Health of their family was generally attained although Jeff (3), Amelia (3), 
and Lydia (3) reported a level of only some attainment.. Jeff’s own health concerns may have 
been reflected here, as well as Amelia’s reported desire to have more time to spend on 
healthy diet and exercise. Lydia, as well, reported spending most of her energy on caring for 
her family members, perhaps to the detriment of her own health. Half of the participants 
reported attaining good relationships within the family with Jeff (3), Amelia (3), and Lydia 
(3) again reporting lower levels here. Karen was the only participant who reported having 
positively attained Support from Others (4). Even Jessica, who had reported being fairly well 
supported, indicated that she felt she needed more informal supports, especially since her 
mother lived overseas. Others reported lower levels of support. No one reported attaining 
positive levels of Values or Careers, perhaps reflecting the finding that these areas seemed 
out of reach by participants. Half of the participants reported attaining enough Leisure, and in 
the meetings Karen (4) and Jessica (4) reported taking part in some leisure activities. Celine 
(4), while reporting that she was able to participate in leisure, indicated in her interviews that 
she did not wish to, and did not try to participate in any leisure that did not involve her 
daughter with a disability. Karen (4), Amelia (4), and Lydia (4) reported attaining positive 
levels in the area Community Interaction. This may have reflected Karen’s reporting of 
supportive neighbours and perhaps reflected Amelia and Lydia’s levels of comfort and 
security in their local communities.  
Overall, attainment was rated quite low, with only the domains of Health, Family 
Relationships, Support from Services, Leisure, and Community reaching positive levels for at 
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least half of the participants. This was a concerning finding when taken with the other 
domains, suggesting that for these families, there were few opportunities to pursue important 
areas of life. Despite some efforts being made, these areas were generally difficult to attain.  
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Figure 5.4 Attainment of each domain on the FQOLS for each participant 
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5.4.5. Satisfaction Dimension 
Satisfaction represents the final dimension reported and is presented in Figure 5.5. 
Surprisingly, some participants reported satisfaction in areas that were both important and not 
positively attained such as Amelia in the Health domain (4) and Jeff (4), Karen (4), and 
Jessica (4) in Financial Well-Being. Only Karen (3) reported being less than satisfied with 
Family Relationships. Despite a lack of attainment being reported in the area, satisfaction 
with Family Relationships was reported by Jeff (4), Amelia (4), and Lydia (4). Similarly, 
although only Karen reported having attained Support from Others, Jessica (4) and Amelia 
(4) were satisfied with the low levels of support reported. This was especially interesting 
considering that everyone but Celine reported Support from Others as important. Support 
from Services was not reported as a source of satisfaction for anyone but Amelia (4). Since 
she pointed out many issues with services in her meetings, this may have reflected the 
migration issue brought forward in her case in which she compared life in Australia 
favourably to life in South Africa. Only Jessica was satisfied with Values (4) or Careers (4), 
reflecting perhaps her own lack of time or interest in making efforts in these areas. Karen (4) 
and Jessica (4) were satisfied with Leisure, perhaps reflecting the activities both participated 
in. Everyone but Celine (3) reported feeling satisfied with Community Interaction, despite 
Jeff and Jessica’s lack of reported attainment here.  
It may be important to consider that satisfaction may not, when considering a single 
family or small groups of families, be a strong measure of how the family is doing if other 
dimensions are not taken into account. The trend towards reporting satisfaction as higher than 
might be expected is a phenomenon that has been reported in the Quality of Life literature. 
There has been a suggestion that in Western countries people tend to rate satisfaction higher 
than might be expected under a wide variety of conditions, suggesting the measure may be 
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held under a homeostatic control (Cummins, 2002). This tendency to report one’s self as 
being satisfied brings forward measurement issues that are not further explored here, but 
suggests that satisfaction ratings should be interpreted carefully and in conjunction with other 
dimensions.  
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Figure 5.5. Satisfaction with each domain on the FQOLS-2006 for each participant 
 
 187 
5.4.6. Summary of aggregated findings from FQOLS-2006 scores  
Overall, the Family Quality of Life of the participants did not seem to be at a positive, 
acceptable level. Areas of life deemed important seemed to be often unattained. 
Opportunities were low in many life areas, and efforts were also somewhat low. Satisfaction 
was also rated negatively at times, but was surprisingly positive in some areas, suggesting 
caution in interpreting satisfaction findings. If, as alluded to earlier in this study, FQOL is 
about supporting families to live lives of quality, any less than positive ratings on all domains 
suggests a cause for concern and may show a need for an improvement in support or 
conditions surrounding these families.  
5.5. Aggregated findings from social network maps  
 A social network map was used to examine the details of the participants’ 
social networks. The process of building the map was described in Chapter Three and the 
individual network maps were contained in each individual case report in Chapter Four. It 
was not only the number of social connections that were examined, but also the nature of the 
connections. As was expected, each participant’s social network map was unique, but it was 
possible to find some common elements. Certain characteristics of the networks emerged and 
are outlined below. 
5.5.1. Inclusion of those with whom a reliable or consistent connection 
did not exist 
For three participants, even though they were asked to provide the names of anyone 
they could rely on and consider a supportive connection or a friend, only connections that 
seemed quite precarious, unreliable or distant were provided. Jeff’s social network was 
limited to his sisters and brothers whom he indicated he would not call upon for help. Amelia 
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included people such as another foster mum whom she saw infrequently and did not seem to 
be able to call upon in times of need. Celine also included a friend with whom she had only 
yearly contact by telephone.  
5.5.2. Inclusion of paid support workers  
Despite being asked about friends or informal connections, four of the six participants 
included a paid support worker in their social network. For some, such as Celine and Karen, 
this relationship seemed to have taken on some elements of informal connections such as 
knowing each other’s families, and feeling the support worker was a part of the family. For 
Amelia, however, these formal connections seemed to be the only consistent connections in 
her life and this situation had been somewhat problematic for her in the past. Jeff also 
included a support worker in his network, but indicated that he included her since he felt she 
could help if something went wrong, rather than because he felt she had a close informal 
connection with his family.  
5.5.3. Inclusion of a variety of types of relationships from a variety of 
sources  
Three families, Celine, Jeff, and Amelia, seemed to have had limited sources for their 
connections, such as family members or formal support workers. The others, Karen, Jessica, 
and Lydia, named connections from a variety of sources including school friends, extended 
family, other parents of children with disability, and friends from work. Neighbours were 
also included in Amelia and Karen’s networks. This variety seemed to add to the strength to 
networks and increase the pathways to building connections. Variety in networks seemed to 
suggest that there could be a number of people who could be called upon for different types 
of support or connection such as having a chat, taking care of household chores, or assisting 
in fundraising.  
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5.5.4. Inclusion of reciprocal connections 
Some participants included connections that were reciprocal in nature. These 
relationships seemed to offer meaning to participants with both emotional and practical 
support being offered and received. Karen and Jessica included meaningful connections that 
they identified as being beneficial to all parties. Although Celine did not have frequent 
contact with a woman she included in her social network, this connection seemed to be both 
important and a reciprocal one, with Celine offering and receiving emotional support.   
With certain participants reciprocity was not apparent. Amelia, Lydia, and Jeff 
experienced a lack of reciprocity in different ways. Lydia’s network, included people with 
whom it appeared, upon further exploration, she provided most of the support rather than 
receiving support. Amelia’s network included, with the exception of another mum with 
whom she had very little contact, only those who were paid to support Amelia and her son. 
Jeff did not seem to have any reciprocal connections within his network. Two of the three 
seemed to receive only one-way support, with Lydia giving support, Amelia generally only 
receiving paid support, and Jeff neither receiving nor giving support.  
5.5.5. Summary of aggregated findings from social network maps  
It seemed from these results that a social network map was an effective way of 
learning more about the nature of the social support and connections surrounding main 
caregivers. The maps told of networks that, with the exception of Jessica and Karen, provided 
few connections that were reciprocal, reliable, consistent, or voluntary.  
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5.6. Aggregated findings from interviews  
Cross case pattern matching or selective coding looks for similarities and contrasts 
among the cases. This stage is useful for organising the findings and seeking higher-level 
abstract codes from the individual case data in comparison and contrast to one another.  
Each case was, in accordance with methodologies supported by Yin (2014), Merriam 
(1998), and Stake (1995), a stand-alone study in that the codes were developed from analysis 
of individual case data. Such analysis did not include a comparison between the cases.  Once 
cross case analysis began however, the codes were aggregated across the cases, with core 
codes emerging, through the process of selective coding. The selective codes are organised in 
such a way as to link the data to the overall research questions. The first three codes are 
related to the meaning and process of social support or connection, and the final five codes 
are related to barriers and facilitators to social support or connection.  
5.6.1. Selective codes regarding the meaning of social support  
Selective code one: emotional and practical support or social support was 
meaningful and reliable when arising from reciprocal connections and 
unreliable and precarious when not  
Both Karen and Jessica, were the participants who identified themselves as having 
strong social networks made up of connections that were sustainable and reliable, as well as 
reciprocal. The connections appeared to be about more than receiving support; they were also 
about giving support, both emotional and practical. Both Karen and Jessica mentioned the 
significance and meaning of reciprocal connections. Reciprocity gave meaning to 
connections and added to perceived sustainability of connection.  
In Karen’s case, she spoke of people in her son’s circle of support as also gaining 
something from the experience and spoke of her friends as getting together to discuss not 
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only Karen’s experiences, but also the lives of everyone involved. In this way reciprocal, 
sustainable connections were built. Other friends who had reached out to Karen when her son 
was first diagnosed with a disability had also become part of an inter-dependent social 
network. Karen also reached out to help neighbours who had helped her as well. Jessica 
suggested that reciprocal connections in her peer support groups helped all of the members, 
and were valuable and meaningful, with the inter-dependent nature of the connections 
contributing to the sustainability of the network.  
This reciprocity was perhaps most clear in its contrast, with lack of reciprocity 
discussed in the other cases. Lydia had several close social contacts that she included in her 
support network map, but throughout the interviews she revealed that most of her time with 
these contacts seemed to be supporting them emotionally or practically. She did not frame 
this situation as a negative one, but did mention feeling alone at times, which raises questions 
regarding the lack of reciprocity in those connections. She indicated that she was in need of 
more support, especially in seeking out information and resources, even if she found meaning 
in her support towards others.  
Amelia’s lack of reciprocity in her connections was apparent in her social network 
map and her interviews. She included, with the exception of one other foster mother that she 
knew, only paid, non-voluntary supports. She reported that she wished for more friends and 
spoke of a desire to spend time with others, but this had thus far proved impossible for her. 
Perhaps the most poignant element of Amelia’s lack of reciprocal connections was found in 
her history of sharing what she called too much information with those in professional roles. 
Her apparent desire to build connection seemed to have resulted in problematic situations on 
more than one occasion, as pointed out in her case study. She recognised that this was a 
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problem for her, but she was uncertain as to how to gain connections that were voluntary and 
reciprocal with whom there existed no conflict of interest.  
In Jeff’s case as well, reciprocal connections were lacking. Jeff had almost no 
connections or social support that he felt comfortable accessing, let alone reciprocal 
connections. Jeff reported that social support was something to be taken and used sparingly. 
He suggested that seeking out social support meant burdening others.  
Finally, in Celine’s case, she indicated that she had no desire for social support, and 
suggested that accepting help from others was of no interest to her. She insisted that the 
support she needed was found in her own immediate family and through her research. She 
did mention, however, a reciprocal connection she had with a woman she knew who lived out 
of state. She only spoke with this woman once a year, via telephone. She did express interest, 
however, in building further reciprocal connections tied to creating specific outcomes for 
families like her own.  
This code emotional and practical support was meaningful and reliable when 
arising from reciprocal connections suggested that social support involved something 
beyond merely receiving practical or emotional help. Connections that involved more than a 
one-way receipt of support, were voluntary, and appeared to be built on reciprocity that was 
considered to be meaningful, emerged for some participants. Without reciprocity the 
connections seemed precarious, unreliable, and lacking in depth.  
Selective code two: connection was related to access to information and 
resources  
In nearly all cases, participants spoke of gaining valuable information and advice 
from other parents or informal sources. Even in cases where social support was considered 
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low or was not desired, informal avenues were an important means of accessing resources. 
For all of these participants, information was difficult to come by. Information regarding 
applying for funding, availability of programs, and avoiding untrustworthy services was 
shared among families in informal ways and appeared to provide essential pathways to access 
to resources and the community.  
At times, this information came in the form of simple factual information, but many 
times the information was an insider piece of advice that empowered families to ask for or 
access the supports they needed. Jeff was the only participant who did not report hearing 
about services or supports in the community via informal sources such as other parents. This 
may have reflected his apparent isolation. He reported that he was at times completely out of 
contact with others.  
Karen reported hearing much of her information through her friends who also had 
children with disabilities. This sharing of information was just as important as the emotional 
support gained from the connections.  
Lydia also reported hearing about valuable information from other parents. These 
sources of information seemed to be essential to navigating the system. Although she had 
reported some poor experiences when attending parent information sessions for parents of 
children with disability, she mentioned attending occasional sessions and recognised that 
much information was gained by talking to the parents around her.  
Celine, despite her reported lack of interest in joining parent groups or seeking out 
social support, also recognised that much of her information about the service system and 
accessing mainstream services came through informal channels. These informal sources gave 
Celine most of her information and pathways to services.  
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Amelia also accessed most of her information about disability related supports 
through speaking with others. Many of her ideas about a future desire for her son to stay in 
his own home with close, meaningful, relationships appeared to have been gained through 
talking to other parents.  
Jessica often mentioned the importance of sharing experiences, tips and information 
with other parents. In addition to emotional support, this sharing of information was 
considered very important to the purpose of the group of mothers.  
The code connection was related to access to information and resources revealed 
that the utility of connection seemed to include assistance in accessing information about 
services and support structures needed by these families. Families seemed to rely on the 
insider, informal knowledge gained from others to access opportunities available. This was 
especially important since most participants reported having difficulties accessing formal 
supports and mainstream programs in the community.  
Selective code three: connection was a pathway to action  
It appeared that for all participants, desire for connection went beyond connection 
linked to emotional and practical support. There was a desire to connect with others in a 
meaningful, active way. Even in the case of Celine, who wished to remain without social 
support, as she understood it, or in the case of Jeff who appeared to have no pathways to 
access such support, an idea of joining with others to take action was identified as a goal. For 
certain participants such as Jessica, Karen, and Lydia, opportunities to work with others 
towards goals already existed at the time of the case studies, but for others, these connections 
appeared to be as yet largely unrealised. The connections desired were often around plans to 
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create some type of collective social action to improve community access or build reliable or 
sustainable support systems for families and people with and without disability.  
Karen identified that networks and connections were empowering and allowed 
parents to take more control of the information and services available to them. She pointed 
out that meaningful connections gave the family a chance to impact the structure of the 
supports around them and advocate for themselves and on behalf of their family member with 
disability. She envisioned those in her social network as brave allies who fought alongside 
her to access the community programs and funding needed by her family.  
Jeff expressed a desire to connect meaningfully with other parents with a child with 
an intellectual and/or developmental disability in order to reduce stigma around disability and 
increase social inclusion. He spoke of taking action towards improving his community 
through organising school information sessions but appeared uncertain as to how to proceed 
with such a plan. There was also a reported desire on his part to help other parents cope with 
the stresses and challenges that came along with having a child with a disability. Jeff was 
uncertain here as to his own abilities to help others and did not seem to know what types of 
steps he should take towards his goal.  
Many of Amelia’s dreams for her future and the future of her son revolved around 
getting together a group of people who might be interested in supporting her son in an 
informal role. She was aware that circles of support such as Karen had built existed, but as 
yet had been unable to build such a circle around her own son. The type of connections and 
groups she dreamed of building were elusive since most of her opportunities for connection 
came through formal services. She was optimistic, however, that this would be possible for 
her in the future. 
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Lydia did not appear to have found significant sources of empowerment through the 
connections she had made with other parents at information sessions, but she recognised that 
the chance to connect was useful in developing future plans for her family.  
Celine’s situation made for an interesting case in that she indicated that she preferred 
to do things on her own and viewed social support with apparent disdain. Despite this, she 
had one person with whom she shared emotional support. She was also the participant who 
seemed most certain about her need for meaningful connection with others to create a 
pathway to collective action. Celine identified goals that involved gathering a group of like-
minded parents of children with and without disabilities together to build services and 
supports for their children. She felt quite disenfranchised from the service system and the 
mainstream community and saw these groups as a path to action to improve access and 
inclusion for her family and others. At the time of the case study she had yet to access the 
connections she indicated that she needed to bring the plans to fruition.  
The code connection was a pathway to action suggested that connections were a 
pathway to collective action taken with others. Connections that empowered and offered 
opportunities for positive collective action often formed a part of the dreams of participants. 
5.6.2. Selective codes regarding finding and maintaining social support 
and the facilitators or barriers experienced  
Selective code four: efforts and organisation on the part of families and other 
people contributed to a cycle of connection 
Those participants with some social support recognised the great efforts it had taken 
for them to find, organise, and maintain the connections they had found. Other people had 
apparently supported this effort, with employees at service organisations, organisers of 
 197 
advocacy groups, or concerned friends reaching out to build connections with the main 
caregivers.  
Karen reported that she had been a member of structured peer support group at the 
beginning of her journey as a mother of a child with a disability. Although this group was no 
longer together in a structured way, some of the connections remained and had become 
important parts of Karen’s social network. Karen also mentioned her own efforts to build a 
circle of support for her son, an endeavour that had proved an effective source of support for 
the entire family. This circle had been supported by an advocacy organisation and the 
members were asked to join this group by Karen. This structure and set of guidelines were 
vital to Karen, especially at the beginning of the process. Karen also indicated that she spent 
time contacting girlfriends and staying in touch via text messages. Karen spoke of the 
initiative she had taken to reach out to others, but also recognised the part of friends who had 
made on-going efforts to support her. She mentioned at several points that she had needed 
help in order to overcome fatigue and hesitation to make the effort to obtain further, more 
organised support and to continue to build connections.  
Jessica recognised that she had made efforts to build her connections as well, 
although this was presented as both physically and mentally daunting for her at first. She 
reported that she had been advised and supported by friends. She had also been advised by 
professionals to ask for social support and disability based support and had been able to 
receive it. She had been a member of two well-organised and structured peer support groups. 
The group structure was reported to have fallen away to become a more natural, stand-alone 
group of friends, no longer organised by formal services. At the time of the case study, 
Jessica continued to make efforts to keep these connections sustainable, calling friends and 
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making time for friends as a priority and taking on an organisational role in the group she was 
a part of.  
For other participants, efforts made in their lives were spent seeking out appropriate 
services or supporting their family member with disability. Time restraints and mental and 
physical health challenges prevented any further efforts from being made. For participants 
who did not mention efforts on the part of others in their lives to reach out or connect, this 
seemed to prevent this possible cycle of building connection. In the case of Celine, support 
was reported to be unneeded but a form of connection appeared to be a goal for her, but was 
very difficult to reach.  
The code efforts and organisation on the part of families and other people 
contributed to a cycle of connection suggested that those who were well connected and 
enjoyed some degree of social support were supported through the efforts of others, both 
formal and informal, to make connections. The efforts to connect had been taken up by the 
supported families, but the first moves towards building connection were often made by 
formal or informal supporters. This support involved encouragement, reaching out, an active 
effort, or a provision of guidance or structure in the form of an organised group. In order to 
build connections, families appear to need on-going support, both formal and informal.  
Selective code five: formal supports could be a facilitator to building 
connections 
For some participants, close relationships were reported with formal support workers 
or contacts in formal support organisations such as disability services, advocacy 
organisations, and governmental offices. Under certain conditions, connections of trust could 
be built that assisted families in accessing connections and services within their communities.  
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Karen had formed a meaningful connection with her son’s support worker, and 
included her in her social network map. This person had been assisting the family for several 
years and Karen had hired the worker separately from the disability services organisation she 
had originally used. She was considered to be almost a part of the family and formed an 
essential part of the supports around Karen’s son.  
Karen also mentioned having a connection who had acted as a champion for Karen’s 
family in a formal organisation related to her son’s disability. This woman was presented as 
having gone above and beyond her job description and had helped Karen find in-roads and 
access to information and services she may not have been able to find otherwise. Karen also 
reported that she had used an advocacy organisation to assist her in setting up a ‘circle of 
support’ for her son and had been in contact with them often at the beginning of the process 
in order to get advice and guidance on maintaining the supportive group.  
Jeff did not appear to have a trusted connection with a formal organisation but did 
report a connection with a formal support worker who came to the house twice a week to 
assist Jeff with caring for his daughter and taking care of household chores. She was 
presented as a trusted connection, and Jeff included her as a member of his support network. 
He felt comfortable asking her for help even if it was outside of her regular working hours. 
She had been with Jeff’s family for several years.  
Jessica reported that she did not use a support worker, but mentioned having in-roads 
with people at the school where she and her husband worked. She also spoke several times 
about a supportive doctor who had encouraged her to seek out connections for herself. She 
felt that much of her help with coping had come originally from formal services, especially 
the early intervention service that had set up a peer support group for parents.  
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Lydia, while not a member of a formal, organisation led, support group, mentioned 
that she had had a close connection with a person at a disability organisation who had 
supported her to find the services she needed and had encouraged her to reach out to others to 
build connections with others. This woman had since retired and Lydia spoke of this with 
regret. She had been a strong part of Lydia’s seeking out of formal supports for her daughter.  
Celine, although she reported that she was not a member of a support group, nor did 
she report having any interest in being a member, but did have formal support from a member 
of her local council with whom she could chat about services and find out about available 
supports, both disability related and mainstream.  
Amelia appeared to have a challenging relationship with services, and although she 
had difficulties trusting providers, included mainly formal supporters in her social network 
map. Amelia did not speak of anyone who was a strong ally for her within an organisation. 
Although she indicated that certain support workers who assisted her with her son might be a 
source of future meaningful, voluntary connections, these arrangements had not as yet been 
made and seemed uncertain and precarious at the time of the case study.  
The code formal supports could be a facilitator to building connections suggested 
that, at times, positive experiences existed with formal supports.  These positive 
circumstances included hiring support workers that were a good fit for the family and 
retaining those workers over the long term. In addition, formal supports had the potential to 
take the form of individuals who were perceived as allies or champions within organisations. 
These champions appeared to go above and beyond the job duties to support families to 
access the community and build connections.  
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Selective code six:  mental and physical exhaustion, negative emotions, lack 
of time and ill health contributed to a cycle of isolation 
Those who indicated that they were unable to access social support or only had access 
to a few connections appeared to be prevented by a number of factors including ill health and 
exhaustion that contributed to a cycle of isolation. This exhaustion had physical and mental 
health effects and was seen as preventing people from seeking out support or opportunities 
for building connections. The caring role was described as taking a great toll on all 
participants with the exception of Celine, who recognised that although she was not 
exhausted by her role, most other parents she knew were.  
Jeff expressed the link between his own health and high levels of exhaustion with an 
on-going cycle of isolation that had pervaded his life. He mentioned feeling lonely and too 
tired to make efforts to get out of the house and seek out connection with others. This 
exhaustion and loneliness was a cycle made worse by his on-going isolation. He described his 
own life as gradually becoming more isolated after the birth of his daughter with disabilities. 
There appeared to be a process of gradual withdrawal of contact with others as he and his 
wife became consumed by caring for his daughter. This situation appeared to have only 
worsened as time went on. His own identification of caring as a core element of his identity 
contributed to this cycle. 
Karen recognised this exhaustion and negative emotional state, and mentioned that 
the sadness and guilt she had felt upon having a child with a disability had prevented her 
from building connections with others early on. She was able to overcome this situation but 
mentioned that it took a great deal of support from other people to do so. She often 
mentioned having needed social support from friends to be brave enough to eventually build 
more supportive connections with others.  
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Jessica related similar experiences to Karen, mentioning that at first the guilt and 
reluctance to accept the fact that her child had a disability prevented her from seeking out 
connections and led her towards a cycle of isolation. Eventually she reported that she was 
able to call a service offering peer support opportunities for parents of children with disability 
and things improved.  
Feelings of guilt about taking time away from the caring role also was reported as 
preventing some people from building connections. Although Lydia had been able to 
overcome her feelings of reluctance and eventually attended adult learning courses, she still 
described struggling with feelings of guilt about doing something for herself away from 
family. She also mentioned that she had difficulties even recognising her own need for social 
support due to the consuming nature of caring for her family.   
Amelia acknowledged her own exhaustion and fatigue and referred to the lack of time 
she had to pursue connections. This exhaustion appeared to be linked in a negative cycle with 
fatigue and lack of time. These elements seemed to have prevented her from establishing 
reciprocal, voluntary connections with others. These elusive connections may have allowed 
her to receive some assistance in the very areas that were exhausting, such as finding 
appropriate services or attempting to establish plans for the future. Most of her time and 
energy were spent seeking out services, monitoring and seeking out support workers, and 
caring for her son. Her desire to spend time with others became a goal she saw little chance 
of realising.  
Although Celine did not mention fatigue, or guilt as being linked to her caring role 
and did not seem to feel isolated, she did recognise that her identity was closely tied to her 
daughter and her role as a carer. This situation had led to her being “stuck” and unable or 
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unwilling to seek out connections for herself. She did not seem to see this as something she 
wished to change, but did recognise the influence of this situation upon her ability to 
socialise. 
The code mental and physical exhaustion, negative emotions, lack of time and ill 
health contributed to a cycle of isolation suggested that these elements had prevented 
opportunities that might have led to a building of connections. This seemed to be a cycle, 
with exhaustion leading to less of the very connections that may have helped to alleviate 
some of the pressures upon these families. For those who had managed to overcome these 
circumstances, freely given, reciprocal connections with others had developed. However, this 
required much effort not just on the part of the main caregiver, but also on that part of those 
seeking to support the main caregiver.  
Selective code seven: difficulties trusting services and the social welfare 
system was a barrier to seeking or building connections 
It appeared that being unable to trust services to care for the person with a disability 
left some participants unable to free up time to pursue interests and build connections.  All 
participants reported a lack of trust in services. This lack of trust at times appeared to have 
stemmed from poor experiences which seemed to have been felt as betrayals. Participants 
also reported a difficulty imagining that the same level of care and regard for the family 
member with an intellectual and/or developmental disability could come from outside the 
family. There was a lack of trust in the continuity of funding schemes and an overarching 
feeling that the system was not family-centred.  
 Jeff expressed that he felt he was unable to have a life of his own or find social 
support or build connections. This was linked to his inability to trust service providers. He 
did not feel that his daughter could be cared for well by a formal service provider.  
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Jessica was the only parent who had reported that she was not accessing disability 
support services at the time of the case study, but she expressed concerns over whether there 
would be appropriate formal supports available when needed. While perhaps not a direct 
barrier to her building connections or finding social support, there was a sense that there was 
a lack of connection with those in the disability field. She also reported that she felt there was 
a strong lack of information and on-going funding cuts that contributed to her concerns about 
the future. She did not seem to have a strong sense of faith in the system.  
Karen was highly critical of disability services and reported that she felt unwilling to 
leave her son in respite care, despite the possibility that this may have freed up some time for 
her to connect with her friends and continue to maintain her connections as well as her own 
interests. She spent much of her time advocating for improving services and seeking out ways 
to draw attention to shortcomings in the respite system. She expressed serious concerns about 
the structure of the service system in general, suggesting that funding structures were 
inadequate. She suggested that the needs of families were not considered by policy makers or 
program planners.  
Amelia relied heavily upon formal supports, but was also critical of the system. She 
had reported experiencing serious repercussions from sharing private information with formal 
service providers and also related feeling that she was constantly at risk of losing her son to 
the guardianship of the government. This fear seemed to be linked to her status as a foster 
mother and contributed to a situation in which she needed extensive formal supports but was 
unable to feel at ease with the help provided. She expressed feeling that a group home or 
even respite services would be unable to support her son as well as she could.  
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Lydia also emphasised concerns with disability related services and the social welfare 
system in general. She expressed that she felt alone and unsupported by the social welfare 
system with the challenges she had faced with her children without disability. She also 
indicated spending much time and effort seeking out the services she had managed to obtain, 
with other services still not being found. She suggested that the system was not set up to 
support families in a family-centred manner. 
Celine’s difficulties trusting the social welfare system in general and service providers 
specifically appeared throughout her meetings. She expressed that funding and information 
was inadequate and that parents were left to navigate a complex system on their own. She 
also expressed a belief that services would never be able to support her daughter as well as 
she could.  
The code difficulties trusting services and the social welfare system was a barrier to 
seeking or building connections, suggested that participants felt somewhat disenfranchised. 
The lack of information was reported as a grave concern, with parents often needing to spend 
large amounts of time seeking out basic knowledge about funding changes or available 
programs. The difficulties in trusting that others could care for the child with a disability 
seemed to prevent participants from taking time for themselves outside of a caring role. The 
lack of trust in the social welfare system in general had left parents feeling insecure about the 
future of their families and, at times, unable to build connections with others.  
Selective code eight: elements of the community were both a barrier and 
facilitator to building connections 
Accessing the community was revealed to be difficult for all participants. For some 
participants this took the form of a lack of access to mainstream supports, while for others, 
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the sense of community seemed to be lacking. Accessing the community was a goal indicated 
by all participants.  
Jeff seemed to have a complicated relationship with his community. On the one hand 
he was adamant that his community was not welcoming of disability and was not inclusive, 
having experienced stigma towards himself and his daughter, while on the other hand, he 
expressed a sense of connection with people and places such as the owners of the local coffee 
shop. He spoke of the family who owned the coffee shop as looking out for his daughter with 
a disability and providing him with some chance to engage with others, even though this may 
have been limited. He also recognised that some people in his local community tended to 
help his daughter should she be out and about alone. There were both barriers and facilitators 
to connection in Jeff’s local community.  Jeff also spoke about his spiritual community that 
had been a source of strength and social support for him when his wife had passed away. Due 
to time restraints in taking care of his daughter and his own isolation, Jeff no longer attended 
services through this community. 
Karen also expressed negative and positive experiences within her community. She 
mentioned having supportive and caring neighbours who reached out to assist her family and 
appeared on her social network map. She did, however, mention that she had experienced 
stigma related to her son’s disability in her community and had difficulties with this 
emotionally. She also had had difficulties accessing mainstream supports for her son and 
noted that she had to advocate for his inclusion in activities such as soccer or swimming. She 
had been assisted in these efforts by her informal supports and by administrators at her son’s 
school. Having her son live an inclusive life was identified as a priority for her family but she 
recognised that this goal was both expensive and difficult and needed a great deal of outside 
support to be realised.  
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Amelia expressed that she felt secure and safe in her community and mentioned being 
friendly although not close with a neighbour. She also indicated that the places to walk and 
explore in the community were welcoming and accessible. She did, however, mention having 
great difficulty in accessing mainstream supports for son. This seemed to be an on-going 
struggle for her and took much time and effort since inclusion in the mainstream was 
identified as being very important to her and her family.  
Lydia also spoke of her community as being safe and somewhat accessible but not a 
source of building connections. While she suggested that she helped out some neighbours, 
she did not seem to receive much support in her community. She also had had difficulties 
accessing and finding out about mainstream services for her daughter with disability. In 
addition, Lydia expressed disappointment in a spiritual community she had been a part of 
most of her life. Although this community group had taken a large role in her family’s lives, 
Lydia did not seem to have experienced inclusion of her family in this group. This particular 
community did not seem to be a reliable source of connection.  
Jessica reported that she was somewhat new to her local community. As with the 
other participants, she mentioned that she had difficulties accessing her community although 
her reasons did not seem connected to disability. There seemed to be few families in the local 
neighbourhood with whom Jessica and her husband felt a connection since they felt the 
neighbours were older families in a higher socio-economic class. In addition, Jessica seemed 
to perceive a conflict of interest with her husband’s job and forming connections with other 
mothers in the community. Like Jeff and Lydia, Jessica also mentioned that she had once 
belonged to a spiritual community but had since stopped attending.  
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Celine expressed that her community was not inclusive and reported that community 
members did not understand her family. She expressed having little to no interest in 
interacting with the local community although she did recognise that it was a safe place to 
live. She did express interest in mainstream services for her daughter, however, and 
expressed having difficulties accessing such supports. Although she did not appear to be 
interested in interacting in her community, she did express a wish to build a community of 
like-minded parents who could share resources, information, and caregiving responsibilities.  
The code elements of the community were both a barrier and facilitator to building 
connections suggested that all participants found the community difficult to access for a 
variety of reasons. There seemed to be potential in the community, however, to facilitate the 
building of connections for families. In most cases, this had not been realised and services 
and supports for families with a member with a disability were described as difficult to find 
and generally not inclusive.  
5.6.3. Summary of selective codes 
Selective codes were organised in terms of codes that referred to the meaning and 
process of social support or connection and codes that referred to the barriers and facilitators 
to social support or connection. The codes related to the meaning and process of social 
support or connection included:  
1. Emotional and practical support was meaningful when reciprocal,  
2. Connection was related to access to information and resources. 
3. Connection was a pathway to action.  
Selective codes related to the barriers and facilitators to social support or connection 
included:  
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4. Efforts and organisation on the part of the family and others contributed to 
connection 
5.  Formal supports could be a facilitator to connection,. 
6. Mental and physical exhaustion, negative emotions, lack of time and ill health 
were a barrier to connection 
7. Difficulties trusting services and the social welfare system was a barrier to 
connection 
8.  Elements of the community were both a barrier and a facilitator to connection.  
5.7. Explanation Building: Identification of Central Phenomenon 
The next stage in cross case analysis is explanation building, a process that mirrors 
grounded theory’s strategy of connecting codes. In connecting the eight selective codes and 
deciphering their commonalities, contrasts and differences associated with the overall aim of 
the study, to examine the meaning and process of social support and connection, four 
categories of connection emerged as well as a series of facilitators and barriers.  
The four categories of connection were:  emotional and practical support, reciprocal 
connections, access to information and resources, and pathways to action.  
What then emerged from the linking of the categories is that connection is not a static 
phenomenon.  Building or losing connection was a process that could be expanded towards 
authentic reciprocal relationships or contracted towards isolation. The process of 
expansion was facilitated by efforts and organisation by the family and others, the 
presence of organised formal supports and formal support system, and an inclusive 
community. The process of contracting towards isolation was expedited by the existence of 
barriers including mental and physical exhaustion, ill health, negative emotions and lack 
of time, difficulties trusting services and the social welfare system, as well as an 
unwelcoming community. 
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 Figure 5.6 presents the central phenomenon of connection surrounded by its four 
categories and bounded by both its facilitators and barriers.  In the next section a model is 
developed that illustrates how connection can be either expanded or contracted depending 
upon the relationship to both its facilitators and barriers.  
At this stage of the analysis, explanation building, the axial codes came together in 
such a way as to expand the meaning of connection to include these four types. The concept 
of social support within the FQOL framework, practical and emotional support, is suggested 
to be only one type of connection that emerged as being an important and meaningful to the 
families in this study.  
 
 
Figure 5.6. Linking of codes and central phenomenon 
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5.8. Explanation Building-Dynamic Practical Model  
Strauss and Corbin (1990) suggested that an action paradigm model should be used at 
this next step of data analysis, following the identification of the central phenomenon. They 
stated, “In axial coding our focus is on specifying a category (phenomenon) in terms of the 
preconditions that give rise to it; the context (its specific set of properties) in which it is 
embedded; the action/interactional strategies by which it is handled, managed, carried out; 
and the consequences of those strategies.” (p. 97).  Yin (2014) also suggested such model 
building.  
The model suggested as emerging from these findings is based upon the central 
phenomenon of connection. Connection, as conceptualised in this model and based on the 
findings of this study, has four types:  practical and emotional support, access to information 
and resources, reciprocal connections, and pathways to collective action. The model 
emerging is suggested to be The Expanding Connection Model   
Connection is presented as a phenomenon that is not static but one that can expand or 
contract. Expanding elements identified in the model correspond to facilitators to connection 
while contracting elements correspond to barriers to connection. This model illustrates the 
context and the conditions that may give rise to connection or isolation. The model built upon 
the reported experiences of the participants in this study has the possibility of suggesting 
strategies, actions, or conditions that might influence the level of connection or isolation 
experienced.  
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Figure 5.7 The Expanding Connections Model 
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5.9. Expanding Connection Model description  
A graphic was chosen for the Expanding Connection Model that represents an 
expansion or growth towards connection with expanding and contracting influences. The 
expanding elements correspond to facilitators uncovered, while the contracting elements 
represent the barriers identified. The expanding and contracting elements emerged from the 
selective codes. These elements were arranged on the sides of the model and represent, 
similar to the Ecological model (Bronfenbrenner, 1986), micro elements very close to the 
main caregiver (eg. “Efforts towards reaching out”), meso elements moving into the 
community (eg. “Trusted formal allies and services”), to systemic level elements (eg. 
“family-centred policy and practice at the systemic level”). One contracting element, family-
centred policy and practice at a systemic level, did not appear specifically in the axial or 
selective codes, but is included in the model due to the logical connection with its antithesis, 
lack of family centered focus by services and system, an element that was identified in several 
of the cases.  
The lowest level, or the most contracted, represents a condition of isolation, a lacking 
of pathways to connection. While individual circumstances such as personal choice or ill 
mental and physical health may prevent reaching out to make connections, as one is 
supported through expanding elements, the potential exists for growth towards connection. 
This model could expand or contract across the life span as life circumstances change. The 
expanding or contracting model also attempts to respect the process of building or losing 
connections that was suggested by the codes uncovered in this study. The expanding 
elements in the model reflect the facilitators that seem to be related to growth away from a 
socially isolated life experience to an expanded state of connection with others. On the other 
hand, the contracting elements represent the barriers that contracted the lives of those family 
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members with the study that moved from a condition of connection towards one of isolation. 
This model attempts to connect the findings from this study in a manner that would be useful 
and practical and would assist organisations, supporters, and families themselves in 
understanding the path to connection and how to assist families in opening or expanding a 
life of isolation to one of connection.  
The levels in the model suggest that family members, specifically main caregivers, 
may be supported to move towards a condition of connection, should that be of interest to 
them. This movement may also be supported by efforts on the part of the main caregiver, as 
represented in the expanding element of “efforts towards reaching out”. Through this 
condition of connection, they may experience authentic, reciprocal relationships and 
eventually, if so desired, become leaders or organisers of such relationships. Authentic 
reciprocal relationships represent a higher order of connection. This condition is associated 
with the components of reciprocity, emotional and practical support. The term ‘authentic’ 
was suggested as a term to encompass the trustworthiness, closeness, and freely given nature 
of these relationships. These authentic relationships may look different for each individual 
depending upon their own needs and interests. The levels of connection expand towards this 
higher order connection. For most participants in the current study, their connections had not 
yet reached this higher level, and were of a lower level than desired by the participant.  
Family members may also experience isolation if the deflating elements, or barriers, 
exist and perpetuate the contraction or a shrinking of connection. The model suggests that if 
deflating elements are allowed to exist unchecked, people who are isolated may continue to 
be so.  
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The first level in this model is isolation. This is not meant to imply that all family 
members of a person with a developmental and/or intellectual disability may always be 
initially isolated, but rather that this may be the lowest or most contracted point in a model of 
connection. It exists as a possibility, a circumstance that may come to being if the contracting 
elements are experienced and contraction towards isolation is perpetuated. If the expanding 
elements or facilitators of the model exist, expansion may occur, and may overcome the 
elements towards contraction.  
The second level in the model implies that with expansion, families may discover 
opportunities or pathways to connect formally or informally to others. With enough 
expanding elements, existing opportunities might be sought out, or fought for if necessary. 
Without this support, circumstances such as exhaustion, or community barriers such as a lack 
of welcome to mainstream services might prevent these opportunities from being realised.  At 
this stage some types of connection might occur such as access to information and resources.  
The third level is connecting through these formal or informal opportunities; actually 
finding the time and energy to participate. Expanding elements may be necessary here since 
families may need to trust that the places of opportunity will be welcoming and trustworthy. 
There may be a need to trust that someone will be able to care for their family member with 
disability while they access such opportunities, or that the opportunities will continue to exist 
in a sustainable manner. It seems that families must feel that the system is supportive of 
families and of ongoing connection in order to reach out and take part. At this stage of 
connection, some types of connection may occur such as access to information or resources, 
or practical support.  
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The fourth level on the model is the building of authentic, reciprocal relationships. 
These are suggested to be separate from those with formal service people; they are given 
freely and are mutually beneficial. They represent a high order of connection, one that 
contains a pathway to all four types of connection identified in the central phenomenon. They 
may not develop from only attending opportunities for connection. The relationships could be 
built with others with whom the family member has something in common or feels a 
connection. These relationships may be highly individual so perhaps a variety of 
opportunities for connection should be available in order for authentic, reciprocal 
relationships to develop. The building of these relationships seems to require support and 
pro-active efforts on the part of others since it often seems that contracting elements pervade 
the lives of families with a member with an intellectual and/or developmental disability. An 
awareness of these barriers on the part of others may help in overcoming them. The 
importance of reciprocity reflects the finding that a relationship in which support is both 
given and received seemed to be most meaningful to families. This level is suggested to 
contain elements of all four types of connections, pathways to action, access to information 
and resources, practical and emotional support, and reciprocal connection. 
The final level on the model is the stage of leading, sustaining, and maintaining these 
relationships. With the existence of enough expanding elements, it seems that family 
members may move to a circumstance in which they become organisers of their own 
supports, take leadership in maintaining relationships, and begin to take positive action in 
supporting others, whether through leading supportive groups or possibly organising groups 
to make positive change in the community. For most family members in this study, this last 
level remained out of reach, although even for the relatively disconnected family members, 
this last level seemed to be conceived of as a goal. It seems that diligence is necessary in this 
model, even when family members are quite advanced in expanding connections. The 
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situation of supporting a person with an intellectual and/or developmental disability, although 
often a positive experience, seems to be one in which barriers to connection tend to exist. 
Connection may always be in jeopardy without the organised, pro-active support of family, 
friends, community, services, and the social welfare system. 
5.10. Implementation of the model  
Although it was not the intention of this study to test the model upon the same group 
of participants through whom the model was built, it may help to briefly examine the 
circumstances of each of the cases in relation to the Expanding Connection Model. Each 
participant was placed on the level of the model that seemed to most accurately reflect their 
circumstances at the time of the case study. A dark line was drawn around the level of the 
model at which the participant was suggested to be.  
5.10.1. Jeff: Isolated and lacking pathways to relationships 
Jeff said on several occasions that he was without connection. He did not seem to 
have pathways to building connection or moving towards reciprocal authentic relationships.  
He indicated that he was, before his daughter with disability was born, and before the loss of 
his wife, more connected to friends and family. Unfortunately, over time it seemed that his 
social world had contracted to the point where he may be placed on the lowest level of the 
Expanding Connection Model, lacking pathways to relationships (Figure 5.8). 
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Figure 5.8. The Expanding Connection Model: Jeff  
 
A variety of contracting elements seemed to contribute to Jeff’s apparent isolation 
including disconnected friends and family, who appeared, from Jeff’s point of view, to be 
unable to help his family. Jeff’s own exhaustion and ill mental and physical health seemed to 
have prevented him from making efforts and reaching out to connect with others and he 
seemed uninterested in asking for assistance in the form of a one-way receipt of practical or 
emotional help. Jeff had difficulties with stigma in his community but there may have been 
untapped resources here if the community members, old friends, and extended family had 
opportunities to connect with Jeff in structured organised activities and groups. Jeff also 
reported poor experiences with services, which led to him having difficulties trusting service 
providers fully. If such a situation were to be rectified, with emphasis from services being 
placed upon allowing opportunities for Jeff to connect with other parents in a non-
judgemental, open manner and if providers were able to listen carefully to Jeff and his 
concerns, perhaps this trust could be rebuilt. Jeff seemed to have great interest in connecting 
 219 
with other parents and even in leading community projects to reduce stigma towards people 
with disability. It seems that with the right investments and a supportive service and 
community environment, Jeff may discover pathways to formal and informal connections and 
begin accessing those pathways, making connections, reaching the level of building, and 
finally leading reciprocal, authentic relationships with others. His potential to be a connected, 
active member of his community may be realised with targeted investments and 
opportunities.  
 
5.10.2. Karen: Leading, organising authentic, reciprocal relationships 
Karen seemed to be the most connected of all of the case study participants. Although 
she acknowledged that when her son with a disability was first diagnosed she had found it 
difficult to connect with others, she seemed to have been empowered to do so through 
mobilised friends and neighbours who called her and visited her frequently, offering 
pathways to connection. She may be placed on the model at the level of leading, sustaining, 
and maintaining relationships (Figure 5.9). 
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Figure 5.9. The Expanding Connection Model: Karen 
 
 
 
She seemed to have been empowered to visit service providers who had opportunities 
available for structured, organised support groups and was able to access these formal 
pathways to connection. She had first used these connections for practical and emotional 
support and access to information and resources. Once she availed herself of these, it seemed 
she was able to continue to connect with others and began to build and maintain authentic, 
reciprocal relationships.  These relationships seemed to have supported her to take pathways 
to action, writing letters, and organising formal feedback to governmental and disability 
organisations to bring about change in her community.  
It may be worth noting that even her connections with friends outside of disability 
seemed to offer her structured organised pathways by getting together at regular intervals in 
mutually reciprocal connection. These opportunities are suggested to be examples of 
discovering and accessing informal pathways. Karen also seemed to have had trusted formal 
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allies within services who had acted as champions for her and allowed the expansion of her 
connections. Karen was able to eventually ask for the help she needed from family and 
services, and appeared to be empowered to do so through her connections in supportive 
organised groups. Karen reported that she was not always satisfied with the supports she had 
from services, especially in the area of respite care. Being unable to leave her son with respite 
services seemed to have left Karen, despite her connections, feeling at times exhausted. A 
trustworthy, responsive service system that took family needs and wishes into account might 
help with this situation and may assist Karen in connecting even further to her community. At 
the time of the case study however, Karen seemed well connected and appeared to organise 
and lead her own authentic, reciprocal relationships.  
5.10.3. Amelia: Discovering formal and informal pathways   
Amelia was a person who seemed to value connection greatly but unfortunately, these 
authentic, reciprocal relationships seemed out of reach. Although Amelia appeared to have 
made great efforts towards connecting with others, most of her opportunities for connection 
seemed to be with formal service providers, and even in this context there were few 
opportunities to discover or access pathways to connection. She may be placed on the model 
at the level of discovering formal and informal pathways (Figure 5.10) 
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Figure 5.10. The Expanding Connection Model: Amelia 
 
Her connection to formal services did not seem to be a secure one for Amelia, since 
her status as a foster mother appeared linked to a perception that service providers were 
difficult to trust. While she may have had some access to information via this connection, she 
often seemed to feel that service providers were trying to find ways to remove her son from 
the family home as he became an adult. She appeared to have had few opportunities for 
discovering or accessing informal pathways connections and although she was aware of 
potential organised structured opportunities for connection in the mainstream community and 
through such strategies as circles of support, she had thus far been unable to access these due 
to a lack of time or lack of welcome by mainstream groups. It appeared that the contracting 
elements of exhaustion and lack of time, a lack of accessible community, and poor 
experiences with services had thus far not allowed for the expansion of her connection 
towards authentic, reciprocal relationships. Services who listened, responded to her needs, 
and an investment in community programs promoting her values of inclusion and allowing 
her to connect with others may help greatly here. Her plans for the future look to be 
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dependent upon her ability to build reciprocal, authentic relationships with a pathway towards 
collective action. An investment in expanding elements could perhaps allow Amelia to move 
from a consumer of dubiously helpful supports to a contributor and leader of authentic, 
reciprocal relationships within her community.  
 
5.10.4.  Jessica: Leading sustaining, and maintaining relationships  
Jessica appeared to be well connected, and she may be placed within the model at the 
level of leading, sustaining, and maintaining relationships (Figure 5.11). 
 
Figure 5.11. The Expanding Connection Model: Jessica 
She seemed to have encountered several contracting elements since she had had a 
daughter with disabilities, including feeling exhaustion and negative emotions tied to guilt. 
She appeared to have been able to overcome this element through discovering and 
participating in structured organised groups, both with other parents with a child with a 
disability and with mothers without a child with a disability. One of these groups was a 
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formal pathway through her disability service provider while the other was an informal 
pathway, a small group of community mothers who had come together for social connection. 
She appeared to have mobilised friends and family who had reached out to her to offer 
informal structured pathways to connection, and had several trusted formal allies, both in the 
education system and through the health care system. The contracting element of an 
inaccessible community may have some potential to appear, as the new neighbourhood she 
lived in had few other young families. Jessica identified that she kept a certain distance from 
families in her community due to a perceived conflict of interest with her husband’s job. She 
might benefit from a mobilised faith community that reaches out to her family, since this was 
an area she identified as being lacking and may be a source of community connection.  
Jessica looked to be leading authentic, reciprocal relationships. She did appear, 
however, somewhat disconnected to the disability service world. This left her feeling at 
times, uncertain about the future. It might be beneficial in a case like Jessica’s to ensure that 
structured opportunities are offered as pathways to building relationships with other parents 
interested in sharing information and impacting disability service delivery. This might ensure 
that contracting elements do not, at some point in the future, cause Jessica’s connections to 
contract towards isolation should she be left to navigate the complex disability service system 
on her own.  
 
5.10.5.  Lydia: Accessing formal and informal pathways  
Lydia might not, at first glance, appear to be someone who was only midway on the 
Expanding Connection Model. Her social network appeared to be quite rich and included 
extended family as well as friends and other parents of children with and without disability. 
A closer examination of her connections, however, revealed that Lydia did not seem to have 
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many authentic reciprocal relationships and was often in the position of giving rather than 
receiving support from others. She may be placed on the model at the level of accessing 
formal and informal pathways (Figure 5.12). 
 
 
Figure 5.12. The Expanding Connection Model: Lydia 
 
This giving of support was recognised to be a valued role for her, but perhaps 
contracting elements had prevented her from building further connections beyond the one 
friend she mentioned with whom she had a reciprocal connection. Pathways to taking action 
also appeared closed to her. Although Lydia was aware of and participated in several 
structured opportunities that offered pathways to connection, her own time constraints and 
the lack of positive, action-based groups might have prevented her from participating fully. It 
seemed that she spent much time seeking out appropriate services and revealed that she felt 
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quite unsupported by the social welfare system in general. She appeared to have had 
difficulty at times accessing mainstream services for her daughter and for the other siblings. 
Her FQOLS-2006 scores were also low in several areas, especially in opportunities. Although 
Lydia related having once had a connection who had acted as a trusted formal ally, this 
person had retired and her advice on available opportunities was no longer available. Lydia 
also mentioned feeling that there was a lack of meaningful places in her community to 
interact and build connections. Perhaps in Lydia’s case, more structured opportunities for 
connection would be beneficial both at the community and service level, as would service 
providers who were supportive, listened to her concerns and perhaps acted in a role of 
connector to the larger community. Lydia could perhaps move into a position of connection 
with the assistance more targeted supports, eventually reaching the level of leading and 
sustaining her own authentic reciprocal relationships.  
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5.10.6.  Celine: Discovering formal and informal pathways  
Celine was quite adamant that she needed little connection or support from other 
people and indeed Celine said that she enjoyed being a parent of a child with autism and felt 
well-equipped to assist her daughter in living a life of quality. She may be placed on the 
Expanding Connection Model at the level of discovering formal and informal pathways 
(Figure 5.13). 
 
Figure 5.13. The Expanding Connection Model: Celine 
 
 
Despite the lack of desire for further connections or social support, Celine appeared to 
have ambitions to engage in what might be framed as authentic, reciprocal relationships with 
like-minded people interested in taking collective action to change the service climate and to 
develop their own model of service delivery to one that empowered families and people with 
disability. Celine appeared to face several contracting elements in her goal. Firstly, Celine 
said that she would not be interested in support groups and would only like to join groups that 
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were intent on positive action. These groups were not perceived to be available to her and she 
had little opportunity for the types of structured or organised opportunities she may have 
been interested in. She did not appear to know how to access connections with other parents 
who felt as she did and seemed to feel somewhat discouraged by this. She also reported 
having little trust in service providers beyond a formal ally in her local council who had 
shared information related to programs and policy changes. She also said that she had little 
interest in connecting to her community and that most community members would be 
uninterested in connecting with her or her family.  
In Celine’s case, these significant contracting elements might be overcome through 
supportive trustworthy services acting as community connectors, facilitating connection to 
organisations and pathways, both formal and informal that might be of interest to Celine. In 
Celine’s case, perhaps the virtual community might also be mobilised in some way to allow 
for a structured, well-organised forum for like-minded parents to connect and meet, 
discussing mutual interests. This may need to be well supported and carefully organised so 
that the group could reach out in a reliable and active manner. Although Celine may never 
wish to engage in traditional peer support groups, she may be assisted in connecting to others 
in order to reach her goals of collective action. If this were to occur, Celine could perhaps 
become a connected community leader on her own terms and an organiser of supports that 
were truly family-centred.  
5.10.7. Summary of model implementations  
The Expanding Connection Model needs further research to ensure its validity. It does 
appear, however, to be a useful tool in understanding the context and elements that may 
contribute to a main caregiver of a person with an intellectual and/or developmental disability 
being supported to move towards meaningful connection.   
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5.10.8. Cross Case Synthesis: Implications of findings for FQOL  
The findings of this study appear to be in accordance with other research in Family 
Quality of Life; an area that has produced results suggesting that families, on an international 
scale, experience difficulties with support from services and support from others (Brown, 
Krykou, and Samuel, 2016). Compared to families without a disability, these families have 
been found to experience significantly lower levels of life quality, and seem to face barriers 
similar to the barriers to connection identified in this study, such as time constraints and 
difficulties with resources (Brown, et. al, 2006).  
The findings in this study are also consistent with practical suggestions from the 
FQOL field such as the importance of support and the possible need for concrete structured 
activities like parent support groups (Zuna, Brown, & Brown, 2014). It appears, however, 
that the findings in this study suggest that the conceptualisation of Support from Other 
People in the FQOL framework may not be of sufficient depth to uncover the meaning that 
may arise from connections to other people. The four types of connection uncovered in the 
central phenomenon in this study suggest that practical and emotional support is but one type 
of connection that may be important in a main caregiver’s social world. Connections may 
also be reciprocal connections, pathways to actions, and access to information and resources. 
The concept of reciprocity does not appear in the FQOL conceptualisation, despite its 
inclusion in other frameworks as a component of social connection. Pathways to action, and 
access to information and resources, are also not included within the conceptualisation of 
support from other people within the FQOL framework. The four types of connections 
suggested in the Expanding Connection Model may be present in a higher order of 
connection, that of authentic, reciprocal relationships.   
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In terms of the FQOLS-2006, it may be that if the domain of Support from Other 
People was changed to Relationships Outside the Family, the concept would continue to fit 
well within the framework and could contain within it the four types of connection suggested 
by this study. This change in domain name may add an additional element of understanding 
and depth to the holistic framework. The addition of relationships as conceptualised within 
this study as contains elements of connection such as reciprocity, emotional and practical 
support, pathways to action, and access to information and resources may uncover situations 
in which families may be providing support to others rather than receiving, or have placed 
extensive weight upon the role of formal support workers within their social network. The 
presence or absence of reciprocity may also tell us something about the precariousness of 
connections, since it appears that those based on reciprocity may be stronger and have more 
depth than those based on a one-way receipt of support. Revealing the presence or absence of 
authentic, reciprocal relationships could allow an insight into how families build sustainable 
meaningful connections with the potential to increase life opportunities and enhance life 
quality. A more rich and detailed picture of the social world of the families may be revealed 
in this way and may also open discussion around providing support and opportunities for 
families to move towards authentic reciprocal relationships in inclusive communities. As 
mentioned in Chapter Two, social inclusion’s goal of enhancing opportunities for families 
and individuals to access community, perform valued social roles, and belong to social 
networks that allow individuals to participate in reciprocal support relationships may fit well 
within the framework of FQOL. The findings of this study suggest that expansion of the 
conceptualisation of support from other people might draw together the fields of social 
inclusion and FQOL, which have developed in parallel yet share so many of the same goals 
and a common philosophy.  
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The movement of the Support from Others to Relationships Outside the Family may 
also give the potential for this domain to be perceived in partnership with Relationships in the 
Family, rather than Support from Services, as it appears to be in the current framework. There 
is, perhaps, an implication that Support from Services is a one-way receipt of support and the 
pairing with Support from Services may imply that Support from Others is similarly a one-
way transaction. Changing the domain from Support from Other People to Relationships 
Outside the Family may allow this to be a more positive domain, based upon possible 
strengths of the family, and perhaps more in line with the strengths-based nature of the FQOL 
framework.  
The suggestion to expand the domain of social support or Support from Other People 
is one that recognises the primacy of relationships over the one-way receipt of support. In 
addition to a broader definition being recognised by the wider literature, and suggested by the 
findings of the current study, this would perhaps be more in line with defining features of the 
FQOL framework itself. Despite the absence of a measure of expanded connection or 
authentic, reciprocal relationships in the FQOLS-2006, researchers have recognised the 
importance of outside relationships and the social connections to the quality of life of a 
family with statements such as:  
families consider their lives to be happy and fulfilling, all 
members are healthy, they have a safe place to live, have a 
stable income, enjoy their lives together, have opportunities to 
learn and improve, benefit from the community supports and 
resources, and experience fulfilling social relationships with 
others. (Zuna, Brown & Brown, 2012, p.162) 
The holistic FQOL approach may be enhanced by the addition of a measure that reflects these 
principles. The expanding and contracting elements suggested by this study’s Expanding 
Connections Model (Figure 5.7) could fit well with the dynamic nature of FQOL’s model at 
the individual and family member levels. The suggested FQOL framework by Zuna et. al 
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(2011), as mentioned in Chapter Two, has been influenced by Ecological Systems theory, 
where system levels influences surround the inner working of the family. It may be, that two 
additional levels could be added inside the systemic levels, Relationships Outside the Family, 
and Community. This may connect factors inside and outside the family more smoothly and 
demonstrate the nested levels of influence more clearly, without a jump from elements inside 
the family, to elements at systemic levels.  
It may be at this stage, that the contribution of this study to the FQOL framework is in 
the suggested shift away from Support from Others to Relationships Outside the Family in 
both conceptualisation and operationalisation, rather than a suggestion of a complete 
reorganisation of the FQOL framework itself. If the FQOL Survey were to be revised, and 
further work done with the Expanding Connection Model as suggested, its place and 
influence upon this developing larger framework may become clear.  
The goal of FQOL is to help families to live lives of quality, meeting the needs that 
they themselves have identified. The reframing of Support from Other People to 
Relationships Outside the Family, a domain that would include the notions of reciprocity, as 
well as the components of emotional and practical support, access to information and 
resources, and pathways to action may assist in this goal. Such a domain may uncover the 
resources families have to take collective action and make changes in their communities. This 
potential for uncovering pathways to collective action could add an element to FQOL of 
empowerment and positive social change, allowing the FQOL framework to become a 
pathway to social movement.  
Family Quality of Life has an important aim of expansion of the field to include other 
families in need of support. The important FQOL framework could be valuable in many areas 
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in which the challenges and strengths of families need to be understood. It may be that 
continuing to further expand concepts such as support from other people through in-depth 
studies and allowing the influence of frameworks outside the immediate FQOL field such as 
social capital and inclusion, the framework can only be strengthened.  This study represents 
an attempt to carry out just such an expansion.  Exploring and expanding concepts may make 
the preliminary theoretical framework more robust and increase its influence, ultimately 
assisting families in various circumstances in opening up pathways to accessing lives of 
quality and connection.  
5.11. Research Questions Addressed 
What is the meaning of social support for families with a member with an 
intellectual and/or developmental disability?  
This study found that social support, as the concept is understood within the FQOL 
framework, seemed insufficient to cover the meaning and strength gained from connection to 
others. The central phenomenon suggested that connection was of four types, reciprocal 
relationships, practical and emotional support, access to information and resources, and 
pathways to action. An expanded, higher level of connection, authentic reciprocal 
relationships, was suggested to contain pathways to all four types of connection.  
How do families find social support how is it built upon, maintained and/or lost?  
Support from other people, as defined within the FQOL framework was suggested in 
the analysis to be one of four types of connection. The expansion towards connection 
appeared to be a process. Expansion from isolation was suggested to occur through supported 
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efforts, and well-organised and structured opportunities and pathways, whether through 
formal services, or through mobilised informal connections like friends or neighbours.  
What are the barriers and facilitators to obtaining social support for families 
with a member with intellectual and/or developmental disability?  
The expansion towards connection looked to be to be facilitated by efforts on the part 
of the main caregiver, mobilised efforts on the part of friends and family, the availability of 
structured opportunities for connection, the presence of trusted formal allies and services, the 
existence of an inclusive, supportive community, and finally, the availability of a family-
centred policy and practice climate.  
Barriers to connection included exhaustion, ill health, negative emotions and lack of 
time on the part of family members, un-mobilised or passive friends or family, a lack of 
structured opportunities for connection, poor experiences leading to difficulties trusting 
services, the existence of an inaccessible community, and a lack of a family-centred focus on 
the part of the service system.  
In what way is social support connected to overall Family Quality of Life?  
This study suggested that social support or support from other people as 
conceptualised and operationalised within the FQOL framework be revised to the concept of 
authentic, reciprocal relationships. This could move away from ideas of measuring social 
connection as a one-way transaction of receiving emotional and practical support. This 
change could reflect the reciprocity, emotional and practical support, access to information, 
and pathways to action that appear to be linked to the expanded level of connection suggested 
in authentic reciprocal relationships. A suggestion was made that a domain measuring 
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relationships outside the family may be introduced to the FQOLS-2006 to reflect the possible 
importance and primacy of relationships in the lives of families with a member with an 
intellectual and/or developmental disability. It may be that the addition of reciprocal, 
authentic relationships as a domain may reflect the intentions of the framework to recognise 
the need for social connections to others beyond the type of connection described by practical 
and emotional support received from other people.   
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Chapter 6. Discussion and conclusion 
6.1. Introduction  
Chapter Five presented the cross case analysis and synthesis of the six individual 
cases found in Chapter Four, including aggregated data from the FQOLS-2006, aggregated 
data from the social network maps, and selective codes. The central phenomenon of four 
types of connection and the barriers and facilitators to connection emerging from the data 
was presented. The suggested Expanding Connection Model was introduced and examples of 
possible implementation with this study’s participants added. Implications of the findings for 
the framework of FQOL were outlined and finally, the research questions addressed. This 
chapter, the discussion and conclusion, will present recommendations regarding the 
implementation of the suggested Expanding Connection Model for families, communities, 
services, and policy. Practical suggestions for how the expanding elements may be enhanced 
will be proposed. The chapter concludes with limitations and future research directions. 
6.2. Enhancing the elements of efforts towards reaching out, mobilised 
friends and family, and structured opportunities for connection 
The first expanding element or facilitator on the Expanding Connection Model, 
efforts towards researching out on the part of the main caregiver, may be a challenging one. 
The current study suggested that the main caregiver may be unable to ask for or seek out the 
connections he or she needs.  Although the expanding element of effort on the part of a main 
caregiver may be an important aspect, for many families in this study this effort did not seem 
possible and support to reach out may have been needed. The FQOL literature, as mentioned 
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in Chapter Two, has also found that efforts to seek out social support are low, despite the 
apparent need for support. The participants in this study often appeared to be prevented from 
making efforts to expand connections by the contracting elements of ill-health, exhaustion, 
negative emotions, and lack of time. These are conditions that exist, according to the 
literature, for many families with a member with an intellectual and/or developmental 
disability. This contracting element seems to be a significant barrier that could be overcome 
through efforts on the part of those who support families, such as neighbours and friends. 
Participants in this study who had been able, to some degree, to overcome this element, 
alluded to the support that was needed from others in order to find the strength to reach out.  
Despite the clear difficulty with making efforts to reach out, advocacy or support 
organisations often appear to place the onus often upon families to do the reaching out or 
organising of these connections. Although some organisations may offer support in doing 
this, a structure of supporting families through assisting the caregivers in a proactive way 
might assist here. The most connected participant in this study had both neighbours and 
friends who reached out to her with practical and on-going support that helped her to find the 
time and strength to join in other structured activities. Whitaker (2013) found that while 
mothers of children with intellectual and/or developmental disability took on the building of 
support circles for their children with a ‘dogged determination’ they also needed strong 
support from a responsive service climate and an inclusive community.  
For many participants, the friends and family in their lives did not appear to have 
been mobilised to support them to build connections and while there was a possible desire to 
help on the part of neighbours and friends, the ability to actually do so seemed somehow 
limited. Mobilising possible existing supports for main caregivers may require investment in 
educating people on ways that they may help friends and neighbours. Such an education 
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program could be developed in partnerships with families who have gone from potential 
isolation to connection, including families with a member with an intellectual and/or 
developmental disability, or other families who have been marginalised, such as migrant 
families. This is an area that may require further study and pilot demonstration to uncover the 
pathways for potential supporters to become mobilised to assist others in making connections 
and building relationships. Perhaps opportunities for peer mentoring set up and led by parents 
who have gone through the experience and understand what it takes to go from isolation to 
connection, may also be of assistance here. Such an approach has been indicated to be useful 
in areas where parent peer-support programs have been implemented (R. H. Turnbull, 2014).  
O’Brien and O’Brien (eg. 1989) have written about the challenges of building 
pathways to relationships for people with extra support needs. Although the suggestions do 
not refer directly to main caregivers, their guidelines may be relevant here. These include 
increasing opportunities for interactions with neighbours, increasing places in the community 
where people can interact, and a placement of priority upon increasing peoples’ leisure time 
opportunities. There is also a suggestion that services and funding structures focus upon and 
recognise the importance of increasing social contacts.  
Brown, Corbigo, and Taylor (2016), in their study about increasing social inclusion 
opportunities, also recognised the need for service-led and organised parent groups that offer 
trustworthy, safe support for the child with disability and siblings, allowing the parent to 
relax and network with other parents. McArthur & Faragher (2014) have suggested that 
families who are isolated must be assisted to be able to access the social supports that could 
make a positive difference for themselves and their children. Their Australian study on 
families with extra support needs made practical suggestions to increase social networks for 
families. Examples suggested were ‘targeted’ services to work alongside informal networks 
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to provide practical and emotional support at the local level and partnering of formal 
programs to build informal networks such as playgroups and parent groups in normal, non-
stigmatising places, thus increasing chances for social connectedness.  
6.3. Enhancing the element of trusted formal allies and services  
Having trusted formal allies and trusted service providers looked to be a very 
important element in expanding connection for families in this study. This need for 
trustworthy, responsive services has also been recognised in the literature and suggestions 
have been made to assist service providers in moving to a place of mutual cooperation and 
respect with families. Turnbull, Turnbull and Kyzar (2009) suggested six components of 
family-professional partnerships: Communication, professional competence, respect, 
commitment, equality, and trust. Under communication, the need to listen and to be honest 
and clear with families was recommended, and was indicated to be foundational to building a 
strong relationship with families. Most of the families in the current study noted difficulties 
trusting formal service providers, and did not appear to have experienced this type of open, 
respectful relationship with service providers. Efforts on the part of formal supporters 
towards a more family-centred practice may assist in building the trust necessary for families 
to share their needs and experiences. Such a positive formal support climate may encourage 
families to participate in service-led structured opportunities. Trusting service providers to 
provide reliable support through respite services, day services, or an external supported living 
situation, may enable care givers to have time to pursue connections of their own.  
Researchers have also suggested that formal support workers, in addition to providing 
family-centred services that respond to family-determined need, may become community 
connectors rather than simply mediators or caregivers, thus enabling people to become active, 
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accepted members of the community (Sherwin 2010). This approach may also assist in 
bolstering the element of trusted formal allies. Brown, Cobigo, and Taylor (2016) suggested 
that in order to create pathways for service providers to enable inclusion and create 
opportunities for connections to develop, the vision and mission of the organisation must go 
beyond rhetoric and state in practical ways how they will enhance social inclusion for the 
people and families they support.   
6.4. Enhancing the element of inclusive community  
Those who study inclusive communities have suggested that relationships may be 
conceptualised as the glue that holds communities together and as the lifeline to happier lives 
and more satisfying existences (Amado, 1990). This prioritisation of relationships is also 
found in the Expanding Connection Model.  
Families involved in the current study often noted that they faced a sense of exclusion 
from their community linked to having a child with a disability, whether this was direct 
stigma, a lack of welcome to mainstream programs, or a sense that the community could not 
understand the family’s needs. Whether this is a matter of perception or an aspect of service 
delivery and community attitudes is an issue that may need serious future consideration. 
Sherwin (Sherwin, 2010) recognised that a shift towards true inclusion would require genuine 
efforts on the part of leaders towards creating an attitude shift at a local grassroots level so 
that community members might become aware of the gifts and contributions of people with 
disabilities and their families. Practical suggestions for building inclusive communities may 
involve investment in organisations to help set up community groups allowing relationships 
to develop. Investment in community centres that host peer mentoring, group classes or 
courses, and investment in support of neighbourhood leaders may also be helpful. These 
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leaders could be helped to mobilise communities to be more connected, and may also help in 
fostering inclusive communities (Block, 2009; Chaskin, 2001).  
Investments in places outside the home, areas where people can get together, share, 
and have conversations on neutral ground, allowing relationships to build, have also been 
suggested in the literature on inclusive communities (Oldenburg, 1997).  Others have 
suggested that asset-based development may assist in allowing people in a community to 
connect in a strengths-based framework, where relationships are able to thrive and valued 
social roles are encouraged (McKnight & Kretzmann, 1993). These types of opportunities 
might open pathways to an inclusive community, identified as one of the expanding elements 
towards connection in the current study.  
          Researchers from the community development field have also suggested that fostering 
relationships may result in positive social action through such methods as purposeful network 
building in communities (Westoby & Owen, 2010). Ideas such as this could be explored 
further in order to encourage environments in which authentic, reciprocal relationships are 
able to develop.   
6.5. Enhancing the element of family-centred policy and practice at a 
systemic level  
The Expanding Connection Model suggests a focus upon families, communities and 
relationship building strategies in order to assist those at risk of isolation to become 
connected in meaningful ways. Currently, Australia’s policy climate in regards to people with 
disability and their families may not be moving towards this agenda. Australia’s National 
Disability Insurance Scheme, mentioned in Chapter Two, is moving towards an 
individualised funding structure. Rather than having disability supports provided via 
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governmental organisations or government-funded organisations, under this new scheme, 
disability related funding packages would be connected to the individual. The packages are to 
be used at the organisations or by service providers of an individual’s choice, creating a 
competitive market (http://www.ndis.gov.au/about-us). Chapter Two mentioned that a 
commission charged with producing recommendations for the design of the scheme (The 
Productivity Commission, 2011) recommended the consideration of family needs. This does 
not appear to have been taken up, however, and there have been suggestions that the NDIS 
does not assist in creating relational environments or communities, and lacks a family focus 
(Davy, 2016).  If trends such as this continue, there may be little in the way of funding for the 
development of community structures to foster relationships among main caregivers, or for 
the building of opportunities via service organisations to offer support for parents. The 
structure of the NDIS does not appear to encourage investments in communities. The scheme 
creates a market structure within the social welfare system, encouraging competition and 
market driven approaches to service provision and planning. If the focus upon the individual 
rather than family or community continues, this may lead to a situation in which those who 
are isolated may not be able to access the expanding elements that allow for meaningful 
connections to grow. 
The connections that have the potential to be built among families may also open up 
pathways towards positive change; ultimately allowing families to design the supports best 
suited to their needs and strengths. Families were, as mentioned in Chapter Two, an 
important part of the deinstitutionalisation and the normalisation movements (Samuel, 
Rillotta, & Brown, 2012), and perhaps great potential still exists for families to be well-
supported, highly effective agents of social change. The current neo-liberal structure of the 
social-welfare climate in Australia could possibly be detrimental to the building of supportive 
communities where authentic, reciprocal relationships leading to such positive social action 
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could thrive.  Parmenter (1991) suggested that social policy needs to recognise the 
importance of the empowerment of families and investment in communities in the creation of 
opportunities for all citizens to live lives of quality and move towards political activism and 
social change. Especially relevant to the findings of the current study is his call to provide 
resources to informal networks, intentional communities, and social connections that are the 
lifeblood of genuine communities (Parmenter, 2004).  
The Expanding Connection Model suggested in this study has the advantage of being 
based on a holistic approach, bringing together a variety of family-centred, community-
focused frameworks. The model is designed to provide practical suggestions to enhance the 
connection of families, allowing them to direct and improve their own lives, in cooperation 
with others, in a mutually responsible environment.  
6.6. Summary of recommendations  
This study suggested with the presence of elements of expansion or facilitators, 
families with a member with an intellectual and/or developmental disability may become 
connected in such a way that they may access information, resources, pathways to collective 
action, reciprocal connections, and emotional and practical support. Connection is suggested 
to be important to families and to their opportunities to live lives of quality. Elements that 
expand and contract one’s social world from isolation and connection were suggested and 
some preliminary recommendations were identified. It seems that in order to bring about 
change and to empower these families to be supported to connect and take action in 
meaningful ways, further research and testing is needed to uncover the best ways to mobilise 
connections and pathways to relationships, ultimately moving towards a more inclusive 
society for all families.  
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6.6.1. Limitations and future research directions 
Although it was not the intention of this study to examine a large enough sample size 
to be generalisable to populations, it may be appropriate in the future, for the Expanding 
Connection Model to be examined on a larger scale. The model needs more development to 
ensure its validity and generalisability. It may be interesting to test the model with a variety 
of families with different types of disabilities and different types of support needs, since there 
are indications from the literature that families may face unique barriers and facilitators 
depending on the type of disability experienced (Brown et al, 2009). In addition, there are 
strong indications in the literature that socio-economic status is a significant factor in the 
lives of families (Emerson, 2003) and this should also be examined to uncover ways that 
access to the community, resources and ultimately relationships, may differ depending on the 
resources available to families. Financial resources and the connection of these to the 
building of connection were not explored in depth in the current study and this perhaps 
should be done in the future. Finances may be an issue for families with a member with an 
intellectual and/or developmental disability and may also be quite relevant if the model is to 
be used outside of the disability field.  
The sample in this study, while showing a variety of important differences, were all 
located in Sydney, Australia and while they experienced various socio-economic 
circumstances, this variable could not be isolated or examined on its own, nor was it intended 
to be. The impact of career was an area that was not explored in-depth in this study despite 
the literature indicating that this area had been a challenge for families. With a group of only 
six families, none of whom worked full time, the relationship between social connections and 
careers was not immediately apparent, although there were hints that this area could be 
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explored in the future. This is an area that could be examined in future studies and may be a 
limitation of the current study. Future research based on this model could deepen the findings 
and add further validity and reliability with the addition of other perspectives and feedback 
from a larger research team.  
This study was also limited by only including the perspective of the main caregiver 
within each case study. This, as mentioned earlier, is a concern expressed in previous FQOL 
research, and it remains as a significant limitation. There were hints throughout the process 
that other family members might have different experiences of connection.  The experiences 
of spouses, siblings, and of course the person with a disability would have added greatly to a 
truly holistic point of view. It may be that future studies should include other perspectives 
within the same family in order to get a truly family-centred perspective. In future, it would 
be important to include families themselves in the design of research in order to ensure that 
research questions and findings are in alignment with family needs. The inclusion of more 
family voices would only strengthen future studies.  
It was my intention at the outset of the study to also interview some of the social 
network members of families and organisations in the community in order to gain their 
perspective on social connections for families. This information would have added greater 
depth, especially in understanding the element of mobilisation of friends and family.  The 
Expanding Connection Model, however, is in its earliest iteration, and at this stage the 
perspective of the main caregiver gave rich and detailed data. In the future, the addition of 
other data sources could strengthen the findings. It would also be interesting to speak with 
policy makers and service planners regarding the findings of this study, but given the depth 
and breadth of the data gathered, this appeared to be out of scope of the current study, but 
may be an important issue to take up in the future.  
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It may be considered by some readers that this study could have been strengthened by 
a more extensive coverage of disability-based philosophies such as theories of person-
centredness, self-determination and normalisation. It was my position, however, that this 
study was to be family focused, with the aim of developing a model that could be used for 
families with a variety of support needs beyond the disability field. It was for this reason that 
these perspectives, while valuable and essential frameworks for increasing the meaningful 
inclusion of people with disability as citizens with ordinary lives, were not emphasised in this 
study. In future development and research into the possible utility of the Expanding 
Connection Model, these frameworks may add additional levels of depth that could assist in 
strengthening the model.  
Services and supports may change across the life span as a child with a disability 
moves through the education system, interacts with the health care system, and encounters 
various stakeholders. The family may experience these life stages differently and may need 
on-going support that adapts and changes based on life stages. This life-span perspective 
could be an important area for further exploration.  It is important that participants of 
different ages, including ageing main caregivers, should also be a part of future research to 
add further depth to the model. There has also been a suggestion in the literature that mothers 
and fathers may experience having a member with a disability differently and this is an 
element that should also be examined further. 
Exclusion in the global economy and in the Western world is often linked to such 
factors as religion, socio-economic status, migration status, and sexuality. Involving families 
who have been excluded and may have not have experienced meaningful connection to the 
larger community may enhance further work on this model. Unfortunately, in many research 
fields, including the field of intellectual and/or developmental disabilities, those families who 
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are most difficult to engage in research studies are those who have been forced to the margins 
of society and may be most in need of structured, organised community support. These 
families must be sought out and listened to in future work. The further development of a 
model such as this would not be complete without their voices.  
There is a suggestion in this study that the FQOLS-2006 should be revised and 
indeed, this revision may be underway in the near future since it has been in use for ten years 
and may need adjustments. It would be interesting and important to examine the 
psychometric properties of a new version of the survey, especially in relation this study’s 
suggestion of domain revision.  
 
  
6.6.2. Conclusion  
One of the founding principles of Family Quality of Life is the suggestion that 
families that function well support societies (Isaacs, et. al, 2007). The current study suggests 
that an alternative is also true; societies that function well should also support families; 
ensuring that they are able to connect with one another to access support, information, 
resources, and pathways to action that are needed in order to live lives of quality within their 
communities. Fostering relationships as a priority in service provision and policy planning 
may lead to families being able to work together in partnership to take actions to improve 
conditions for themselves and for society as a whole.  
The suggestion of shifting the concept of social support to be located within the 
concept of connection may have the potential to emphasise the primacy of relationships and 
pathways to connection as a priority for communities, service supports, and policy 
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development. The Expanding Connection Model suggested in this study may also have the 
potential, if developed further, to be used in the wider field of family studies and may assist 
in supporting connections in a wide variety of settings.  
The addition of the concept of authentic, reciprocal relationships may reflect the 
beginnings of the further expansion of the Family Quality of Life framework to include social 
inclusion and elements of positive, family-led social action, elements that may allow FQOL 
to expand beyond the disability field and have lasting, far-reaching impact. This may enhance 
the potential of Family Quality of Life to take its place among the major theories of the 
family; reflecting and impacting the social context in which it is situated.  
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Appendix A. Sample Field Notes  
 
Jeff sample field notes after first meeting 
Spent a long time there and walked to coffee shop with him before interview. He seemed to 
enjoy our meeting and we had a nice chat before and after.  
In the next interview it might be important to dig even further into his contacts rather than 
calling it social network in order to get a full picture of some possible social contacts he isn’t 
able to access in order to explore why.  I walked around with him in the neighbourhood and -
He seems very friendly with the coffee shop people. They are quite chatty. He has a great 
sense of humour . Support worker was there for a bit. Also seems like a kind person. I was 
quiet touched by his interview. He seems very sad and lonely. It really seems like he could 
have supports if he asked the people in his community for help. I am trying to resist 
becoming too involved-I am not here to advise him on his best courses of action. This is a bit 
difficult for me.  
Karen sample field notes after first meeting 
 
Was a social worker when she was working. Her son is very high needs with cerebral palsy. 
She seemed the most networked of the families. She seems to have a good grasp of the 
services in her area and is familiar with asking for and receiving support although she is still 
tired and exhausted and disappointed with respite care and other situations such as the cost of 
care. Here is where strong distrust comes in. 
 
She is fairly connected to her neighbourhood. She has set up a circle of support for her son. 
There is a formal worker who has crossed into an informal relationship (almost like a 
member of the family).  
 
Community was an interesting domain on the FQOLS-2006. On the one hand P4 is probably 
the most integrated and active in her community of the people interviewed, yet in itself that 
also leads to a certain level of knowledge of how much better things COULD be. She has 
supportive community experiences but recognises the challenges. I had an impression that 
she has exerted great effort to build  all of the connections she has.   
She is very well resourced, she’s knowledgeable, confident and able to be proactive about 
advocating for her son and her family.  
Notes: .important to dig even further into her social network that she has built around her 
son…seems to have taken on a whole support the family approach. Will this continue? …  
She is very open and willing to share her experiences. She sent me videos of her son’s sports. 
I met the support worker as well. We ate sweets and had tea together.  
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Appendix B. Sample Open Coding  
I can't drive I can't take her to her friends. The only thing I can do is to be around for 
her. By the time I do those things I have only been able to a few things.” Perception of being 
unable to contribute  
 “I thought maybe my daughter would be better with the lady doctor but the 
lady doctor doesn’t know how to read her. But we have a relationship with our male 
doctor and also treated my wife when she was sick…” difficulties finding appropriate 
services 
“I haven’t got a license so I can’t go out and look at these things and I just-it’s 
just one thing on top of the other. I’m getting that tired just surviving and keeping April 
on an even keel. We went to the doctors three times in one week with her. And she can 
get really tired.” Just surviving. Very tired 
“I find you have to know where the pain is for her like even with the doctors-they say 
where’s the pain and she says here and they write that down but I’ll say it’s here right? and 
she changes it. She’s not sure where it is. But the doctors don’t know that. A lot of 
professions don’t actually listen to the carers.” Professionals don’t listen to carers 
If my sight gets worse my daughter might start going downhill too. He is 
carrying his daughter?  
 “You can’t keep fighting all the time to find services. You can’t take care of a 
child with a disability you can’t take care of your wife, you can’t take care of the 
siblings. You are just asking for families to split” Fighting for services  
 “I’m trying to fill the role of both mother and father. It’s just difficult. there’s a 
void there that the only way it can be filled is with love. That can be very draining but 
love conquers all.” Trying to do it all  
“Out of the 15 of us who started early intervention together at the end of the 
day there were only 3 of us that were still married. Having to put the effort in and then 
there’s the stigma associated and sometimes not being able to understand how it affects 
the wife.” Strain within the family  
 “Probably I don’t know if I have a support network. It’s just here’s a telephone 
number and if you’re lucky you can get some respite. You just keep trudging I guess.” 
No support-image of trudging 
“We gradually found we became more and more withdrawn we couldn’t take her on 
social outings and we couldn’t take her on holiday. We hadn’t had any holidays in 24 years. 
..I think there were once 3 days when she went to camp.” Isolation linked to disability and 
challenging behavious 
“Socialisation is very difficult you know. With my own disability as well. And I 
hate to say it but as soon as people see a disability like a cane or any disability they’ve 
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already judged you. Especially real estate guys you know. Professionals. They are like 
what’s the matter with you?” Stigma as a barrier  
“Our family is one of those families well they offer to help but they have their 
lives as well and sometimes you just don’t know. Like if she gets sick it will come down 
really quick and whether another person could recognise that is a different story. Again 
it’s a matter of me taking that risk. Trusting other people with his daughter, people are 
busy  
“If I let my brother or sister take care of her I don’t know how she’d come back 
after a few days. In one way she would have all of their attention and when she comes 
back here I can’t supply that… She’s become more dependent on me. In the short term 
we can do it-but I’ve gotta settle with it and maybe it’s better than nothing.” Unable to 
leave daughter with others-giving up?  
 “I think the problem is sometimes with family and having them act as a carer. 
There are carers who understand and can roll with the disability and others that say 
you can do it you can do it and it ends up being strained. I have to watch what kind of 
toll it takes on my daughter” Other family members can’t really help  
“My overall health hasn’t come in the picture-just trying to. I haven’t been 
actively able to chase them (services). Health is a barrier  
All this community participation stuff but with the NDIS coming in you don’t 
know and you can’t do anything.” Doesn’t know where to find out. Health is barrier 
“I should be able to approach (governmental organisation) and let them know 
what’s happening and a proficient person could tell me go see this service that service 
and that service and I might be able to get out of the system and be satisfied. If I’m not 
satisfied I should be able to go back and say I’m not satisfied. Like (governmental 
organisation) doesn’t tell me that there was only one service in the area and their case 
books are full anyway and you know in the process…you fall through the cracks. All the 
organisations.” Frustrated with services 
It was incredible we had two ministers in the Presbyterian church and they 
ministered and supported my wife and the whole situation in a lot of ways couldn't have 
gone any better. There is a certain peacefulness. There is an expression of loving 
someone through death. Grieving as a barrier to connecting?  
Physically I can't work with my eyes but it doesn't stop me wanting to get 
involved. I didn't realise how much I enjoy things like Thursday night it was good to be 
out with some people.(He’s talking here about joining a social group his daughter is a 
part of) Doesn’t realise how isolated he is until he speaks with others  
“I've done a few community welfare courses but everything always gets to 
9/10th. Work is important because otherwise you develop that sole one to one. you lose 
the art of conversation.” Unable to work due to daughter and his own health  
“I was a building foreman and my wife was doing the intense sessions with my 
daughter and at that particular time a lot of people at the program husbands and wives 
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had split up so I thought what do I do? Do I support my wife? It’s difficult to have a job 
and be as fully supportive of a person with a disability as you’d like to be because 
either physically is going to kick in or mentally it’s going to kick in or relationship wise 
it’s going to kick in” Loss of work as a connection 
 “I don’t really have any leisure or recreation by the time I’ve gotten dinner 
ready and done the pots and stuff I watch an hour of television and that’s it.” Too tired 
to go out 
“I could be stuck in the house for three or four days so I force myself to go out 
to the community. Or sometimes I just try to catch up on sleep because I haven’t slept 
well because April has been up at night.” Sense of having to force himself to go out 
and do things  
 “I like to get her out in the community going to the coffee shop going to the post 
office because maybe in a few years I’d like to see her move to a group home around 
here. Wants April to connect in the community 
“She can’t always take a bus or walk because there aren’t safe places to walk 
or cross the road in some places.” Transportation isn’t reliable 
“We tried but it’s too hard with transportation and such. Transportation isn’t 
reliable 
 
“This community-when my daughter was born the paediatrician spent about 
three hours telling us that people in this type of high socio economic neighbourhoods 
don’t take these kids home.” Community doesn’t accept disability 
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Appendix C. Case Worksheet   
Worksheet:  Analyst’s Notes while reading a case report (Stake, 1995) 
Case ID ____Celine___ 
Her social network, its utility, the process of 
building/losing/maintaining, the variables that 
have affected it, the impact of community 
(physical and otherwise)Synopsis of case: 
Celine’s daughter has Autism-Her daughter goes to 
an art program a few days a week. Celine is the main 
caregiver and has difficulty trusting anyone else to 
take care of her daughter.  
Her husband is quite a bit older than her. He came in 
while we were chatting and mentioned how Celine is 
simply the best mother possible. She seemed pleased 
with that.  
Celine’s other daughter gets along very well with 
Frances and is at medical school. She still lives at 
home. The family appears to live in an affluent 
neighbourhood although Celine certainly spoke a lot 
about the challenges that come from raising a 
daughter with Autism and having to pay for many 
things.  
If she had time and money she would like to set up a 
shared community where families and people with 
disabilities could share responsibilities.  
She is quite segregated from her community and 
doesn’t see anyone socially. She said that she does 
not have any friends. They live in a gated community.  
 
 
Case Findings: 
I. She is socially isolated (lack of time and 
interest, lack of trust in others and lack of 
perceived need) 
II. She has a dream of setting up a 
community of families with a child with 
Autism  
III. Her life is her daughter-her interests, 
her goals etc.  
IV. She identifies as a strong person who is 
satisfied with life and empowered to take 
her daughters care and future into her own 
hands  
V. She is intellectually curious and finds 
rewards in seeking out the mysteries of her 
daughter’s mind  
VI. Although she is adamant that she does 
not need friends she found information 
about NDIS through informal social 
contact  
VII. She also has a helper at a service who 
assists her.  
IV. She has someone on council who helps 
her with getting information  
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Factors: 
Community environment-quite closed off and 
unwelcoming. She felt separate from it.  
Time and Resources to build network-these 
weren’t available to her  
Unable to participate fully in workforce 
Very little access to info almost all through informal 
sources-which are very few 
Possible excerpts for case report: 
“I don't have any time for friends 
and I would prefer to handle things on my 
own. I would get annoyed if people were 
trying to help. It's a waste of time to ask 
people. I have my computer and my books. 
Those are my friends” 
 “I can always talk to a friend in 
WA who has a child with disabilities 
although I don't speak to her very often.” 
“This neighbourhood-we don't have 
the same needs. They don't understand us.I 
am not interested in interacting with this 
community” 
“There is also a trust issue. We 
don't have anyone we can trust.” 
I'm the main carer and I made a 
choice to take care of her rather than go 
out and work full time. I work part time. 
But I can't just leave. I'm stuck. 
Uniqueness of case situation  
She is isolated but identifies this situation as a choice  
She finds a lot of information online  
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Thoughts moving forward 
Maybe social networks function beyond the need for support? But maybe she also doesn’t need 
friendship? Her contacts could be important sources of information and connections (trust and 
reciprocity? As in social capital?). This could add another dimension to the analysis. Should ask 
about this at next meeting.  
She is adamant that she does not need to have social contacts and is better on her own yet it is 
quite clear that her information is obtained through people she knows informally and formally.  
It is not that she doesn’t want any contact at all. She seems to want to build community.  
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Appendix D. First case report (included in member checking)  
Case Report Stage One Participant  (Karen) 
Synopsis:  
Karen  was a social worker when she was working. Her son is very high needs with cerebral 
palsy. She is one of the most networked of the families. She seems to have a good grasp of the 
services in her area and is familiar with asking for and receiving support although she is still 
tired and exhausted and disappointed with respite care and other situations such as the cost 
of care. Here is where distrust comes in.  
 
MEMBER CHECKING NOTES:  
CHANGE ‘DISTRUST’ TO ‘DIFFICULTIES TRUSTING’  
 
She is fairly connected to her neighbourhood. She has set up a circle of support for her son. 
There is a formal worker who has crossed into an informal relationship (almost like a 
member of the family).  
 
Data (information from survey illustrated with quotes where relevant) 
Family members:  
Mom 
Dad 
2 Daughters in 20’s have moved out 
1 Daughter in 20’s still at home 
Son (youngest) Cerebral Palsy 14 years old, lives at home 
Medical issues, Speech and communication difficulties  
Requires support for all aspects of Life, communicates within a limited range of topics n a 
meaningful way  
“Many medical issues-there are difficulties and have been some issues with pain. He has to 
have surgery” 
Mother has more responsibility she would like to have in the family and in caring for son 
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Domains of Family Quality of Life linked to quotes 
Health of the family 
Ratings:  
  
 
 
“I think that one thing about having a child with a disability is the energy it requires.  
The mental health of the full time worker is at risk obviously.” 
 
 
 
 
 
 
 
 
 
 
 
 
 277 
 
Finances of the Family 
Ratings:  
 
 “Things like I mean I’ve maxed out on my super I’ve had to stop working. I could never have 
put him in after school care they would have said they couldn’t take him. There is 
discrimination in lots of ways. They wouldn’t have wheel chair access or. Some families 
swing it but it does vary from council area to council area.” 
 
“You don’t get breaks and you don’t get help with the cost of equipment. Accessing the 
inclusive life is so expensive. My brother helps with a charity he started to help with his 
equipment.”  
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Relationships in the Family 
Ratings: 
  
“I wish I had more time with my husband”  
“I think you can’t underestimate the impact on siblings. Just the pressure of having a brother 
in intensive care has taken a toll on her. If he’s not doing well the whole family is affected.  
Generally we have been really lucky. We are doing our best.” 
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Support from Other People (Friends, Neighbours, Relatives) 
Ratings: 
 “I’d like to have my sisters in law be more involved .The times you’ve felt that you’ve really 
been sinking. Like I sent a letter out to my three brothers to ask for help but in the actual day 
to day…like my daughters say mum everyone says they will help but in the actual day to day 
it doesn’t happen. I don’t know if I had sisters it would be different.”  
  
“My mother is a physio and my father is a doctor and they helped greatly, otherwise we 
wouldn’t have been able to do it.” 
 
  
My son’s social group is as important to us as everything so it’s good if we can get some help 
with that and get him out to that. I think people are realising everyone can become a carer.  
 
“A couple of the neighbours I call them feelers like when he was diagnosed they turned up at 
the door. One puts meals in the fridge… I think that sense of community. I think that doesn’t 
always happen with family. They can be-well you can’t ask people to do things they aren’t 
comfortable with. But I have asked my brothers and said look we are really sinking here 
could we get together and just look at how we are doing things and think about how we could 
do things better. With an underlying message to say you know get to know us.”  
 
“I arranged a boys weekend because my son has 4 cousins in Sydney and he hardly ever sees 
them. Al was there and they could sleep over so we made that a focus. It takes energy and it 
takes effort to bring people into your family. Maybe in other cultures it might be different you 
know but we are so separate here.” 
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****EXAMPLE OF GETTING INFO THROUGH INFORMAL CHANNELS “As far as his 
future we are going to have to work out what that will look like for him. For example he loves 
soccer and he’d love to go to Brasil (laughter) But I was at a workshop for parents one day 
and the woman beside me, her child loved Ricki Martin and she had managed to get tickets 
and she was saying that they always have tickets set aside. You just have to ask for them. So 
Manchester United were coming to town and I called them up and asked and we got tickets to 
the game.”   
 
 
Support from Services 
Ratings: 
 
 
 “It’s very difficult to trust people with my son because they just don’t have the level of care. 
For some people it’s just a job.”  
 
“We could not exist without the disability services. I used to have a few people from agencies 
and they were used to working in these huge mansions but there was one girl who came from 
around here and that was Jessie. She was with us for a few years through the agency and 
then we decided to just start paying her directly. And that was 7 years ago. And she’s 
wonderful.”  
 
“I went to a few feedback sessions with homecare because the respite is terrible. There was a 
little 14 year old there with her period who didn’t get a shower from Thursday to Sunday 
night and we can’t leave him like that. I must have trained three or four hundred carers over 
the past few years but they are just leaving because they get paid a pittance.” 
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Values (Cultural, Spiritual etc) 
 
 “Our values as a family is for him to have an inclusive life and for him to flourish. We 
realise if anything ever happened to him we would be destroyed. Families need people to 
help us along the way and help all of us along the way.” 
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Careers 
Ratings: 
 
 
Karen gave up a career as a social worker to care for her son. 
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Leisure 
Ratings: 
 
 “You let your leisure slip when you’re doing full time care. I think if I didn’t have my son I’d 
still try and have friends round for tea. But for us as a couple, no it’s mostly just at 
Christmas”  
 
“When Al was in primary school we used to have boys night in and he’d have the friends 
round for Pizza and video games but we don’t do that much anymore. So we started doing the 
youth group but the access is quite hard. We’ve got another light weight chair. We are also 
trying to introduce the stand up chair and we are just getting into the new term. New teacher 
and everything. We are exhausted.”  
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Community 
Ratings: 
 
 
“My ideal future for my son is to have him in the community there are models family 
advocacy has talked about-models where people without disability living there. It’s a big ask.  
 
I want him to do some employment and I don’t want him to do programs.”  
But a lot of the shop keepers know us and we go out to dinner. At one point before he was 
diagnosed he was enrolled in a private school but we want Al to be a part of his local 
community. That’s the journey we want for him and that’s why Hornsby has been great to us.  
 
Like Al has been able to play soccer-I just had to ask. Everything is geared to the able bodied 
child and he should be able to participate too. But when they are adolescents they aren’t as 
cute they aren’t as attractive so you have to work. And I only have this energy because I have 
help.  
 
The energy required to be a carer-Just the energy it takes to be able to make any changes. 
you need support you need satellite support in the community you need to be made to feel that 
you are not inadequate.  
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Case ID ____Karen___ 
Her social network, its utility, the process of building/losing/maintaining, the variables 
that have affected it, the impact of community (physical and otherwise) 
 
Case Findings: 
I. She is socially networked  
 
II. She has a formalised network of support built around her son. This network also supports 
her.   
 
III. Extended family has helped practically and grandparents have helped emotionally and 
practically  
 
IV. Does not get as much emotional support as she would like from her siblings. 
 
V. She has supportive neighbours she calls “feelers” and is well connected to her community 
 
VI. She also supports others through lending out a place on the central coast for families with 
a disability.  
 
VII. She feels able to do the things she does because of the support she has-otherwise it 
would be impossible. 
 
 
Uniqueness of case situation for phenomenon: 
She is very well resourced, she’s knowledgeable, confident and able to be proactive about 
advocating for her son and her family.  
She was a social worker when she was working, she has some inside knowledge of the 
system.  
She has set up (with great effort and to great effect) a social circle for her son and this is also 
a source of support for her. She recognises that most do not have access to such supports.  
Reciprocity-She has a house on the coast that she lends out to families with disabilities to 
enjoy  
Commonalities between this case and others 
Finances are an issue 
Exhaustion preventing access to social support networks 
Distrust of community (at times) or services 
Experiences of stigma in community and within family leads to lack of connection 
Uses informal contacts or formal contacts made informal by personal relationship to get the 
inside info.  
Reciprocity (giving back) mentioned  
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As in several others has a special social connection with a formal carer 
Concerns arising regarding the value of satisfaction (homeostasis of satisfaction-and even-I 
think-a tendency for those who are more connected to report lower satisfaction-perhaps they 
have seen what could be?) 
Factors contributing to social support: 
Community environment-She knows her neighbours but it is difficult to access services and 
difficult to access transportation and safe places to walk  
Time and Resources to build network- 
Much access to info almost all through informal sources- 
 “In March my girlfriends sent us to the central coast and two of the siblings stayed here with 
my son. We have a place and I lend it to families with people with disabilities. It’s getting the 
right care in here. Those friends are part of the circle of support that we’ve set up. They say 
that I’m doing all the things and they should do more but one helped me with the video and 
one came up on the boys weekend and helped with all the gear. The circles are valuable. 
There are about 9 girlfriends involved. And I have had a break by myself and I just take my 
writing and I haven’t done that enough. The social circle is about my son but it’s about the 
whole family like getting input on budgeting. I was talking to a mom the other day if you can 
just talk things over it’s very important. It’s important to have the courage to hear the 
opinions of others.”  
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Appendix E. Example of moving from open codes to axial codes  
 
 
 
 
  
 
  
 
 
 
 
 
AXIAL CODE: Cycle of ill mental and physical health was a 
barrier to connection  
Grieving was a barrier 
 
Carer’s health as a 
barrier 
Just surviving. Very 
tired 
 
Mental 
health/emotional 
concerns were a 
barrier 
Perception of being 
unable to contribute 
 
Too tired to go 
out 
 
No support-image of 
trudging through life 
 
Sense of having to 
force himself to go 
out and do things 
 
Doesn’t realise how 
isolated until he talks to 
others 
 
